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ABSTRACT 
Bardet-Biedl syndrome (BBS) is a rare, systemic, autosomal genetic disorder characterised 
by various physical and cognitive disabilities. Among the many characteristics is obesity, 
polydactyly, visual and auditory impairment. The vision of people diagnosed with BBS 
degenerates over time, resulting in complete blindness. This genetic disorder is more 
prevalent in boys than in girls. There is limited research on BBS because of its rarity and 
hardly any research that addresses the psycho-educational support needs for learners. A case 
of Gezani1, an adolescent, Tsonga boy diagnosed with BBS has been used to study the 
psycho-educational support needs for learners with this disorder. Semi-structured interviews 
were conducted with the principal, teacher, department of education district official and the 
geneticist. Medical reports from other health care professionals, such as an optometrist, 
dietician, and physiotherapist were also analysed. From a content data analysis, the following 
six themes emerged: cognitive support, visual support, emotional support, medical support, 
physical support, and speech support. Gezani needs an individualised support programme that 
will address all his psycho-educational support needs, and he needs ongoing remedial lessons 
to address academic delays. Gezani needs early training in both mobility and visual access, as 
his vision will degenerate with time. The training will enable him to cope when he loses his 
sight. Gezani and his family need emotional support due to the social isolation that they 
experience in their African community from disability stigmatisation. The family needs 
support and guidance as various family members also live with BBS. Gezani needs to go for 
regular medical check-ups related to the deteriorating BBS symptoms. The geneticist and 
dietician initiated a specific physical exercise and dietary programme to manage his obesity 
tendencies. Lastly, due to Gezani’s continued language difficulties, ongoing speech therapy is 
recommended. These themes affect Gezani’s learning, as teaching support needs are provided 
in all domains for him to learn at his optimal level. This study highlights the crucial role that 
educational psychologists play in diagnosing and supporting children with rare genetic 
disorders.  
Keywords: Bardet-Biedl syndrome (BBS), blindness, visual impairment, genetic disorder, 
polydactyly, psycho-educational support, qualitative case study 
                                                 
1 Gezani is a pseudonym that has been selected to protect the anonymity of the individual.  
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CHAPTER 1 
ORIENTATION TO THE STUDY 
1.1 INTRODUCTION  
Bardet-Biedl syndrome (BBS) is a rare, systemic, autosomal genetic disorder. It is 
characterised by obesity, cognitive impairment, renal dysfunction, blindness, polydactyly, 
hearing loss and other symptoms (Abu-Shafieh, Al-Anazi, Al-Abdi, Hashem, Alkuruya, 
Almar & Alkuray, 2012). BBS is named after George Bardet and Arthur Biedl in the early 
1920s. Children with BBS will have developmental delays and intellectual disabilities. The 
developmental delays are global involving gross motor, fine motor, speech and cognitive 
development (Moore, Green, Fan, Bhogal, Fernandez, Stefanelli & Parfrey, 2012). There is 
no treatment for BBS; however, it can be effectively managed, depending on the compliance 
of the children and their parents. A multidisciplinary approach is required in the management 
of BBS and in the prevention of secondary, medical complications.  
This introductory chapter seeks to contextualise the problem and orientate the reader towards 
the study and the research question. To provide the context of the study, the background of 
the research will be discussed, as well as placing this information within the context of 
inclusive education in South Africa. The motivation for this study will be argued by 
considering the limited knowledge around the support needs of individuals of BBS, while 
also considering a case of a learner diagnosed with BBS. Following this discussion, the 
problem statement will be presented, which leads to the formation of the research question 
and a clarification of the study aims. Furthermore, the assumptions of the researcher 
regarding this study will be discussed, and some key concepts relevant to the study will be 
clarified. Finally, a summation of the progression for the reporting of this study will be 
provided. 
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1.2 MOTIVATION FOR THE STUDY 
Inclusive education is the practice by which the needs of diverse learners are successfully and 
adequately met; however, implementation of it has many challenges (Ladbrook, 2009). As a 
developing nation, South Africa is not yet fully equipped to meet all the needs for inclusive 
education (Pillay & Di Terlizzi, 2009). 
The case for this study is of a 15-year old, Tsonga boy Gezani and his family, whom the 
researcher counselled while teaching at a township school. Township schools are populated 
by learners who come from low socio-economic backgrounds (Mampane & Bouwer, 2011). 
Gezani presented with multiple learning disabilities and physical barriers. He was previously 
referred to various professionals; however, he was misdiagnosed until an ophthalmologist 
suspected that he might have BBS. He was then taken for a genetic assessment, and the 
diagnosis was confirmed. His older brother and younger sister were then also diagnosed. 
Gezani’s case provides an opportunity to study the implications of South Africa’s policy of 
inclusive education, which was formally legislated with the Education White Paper 6 
(Department of Education, 2001). 
Learners such as Gezani have multiple barriers to learning due to the complexity of BBS. 
Many children with BBS usually have mild to moderate retardation, with a minority having 
severe mental retardation (Beales, Elcioglu, Woolf, Parker & Flinter, 1999). Central to their 
learning barriers is blindness, which affects every child with BBS. The blindness ranges from 
partial blindness to complete blindness; however, partially blind BBS learners' eyesight will 
eventually deteriorate with time. Blindness and mental retardation are the two main barriers 
to learning for learners with BBS. 
Learners with BBS are likely to present with multiple impairments that might be difficult to 
accommodate in mainstream or special schools. Schools for learners with special educational 
needs are categorised as those for the visually and hearing impaired, the cognitively impaired 
and the physically challenged (Department of Education, 2001:16). This categorisation poses 
complications when a learner manifests with physical, cognitive, visual and auditory 
impairments, such as Gezani. Schools for physically disabled learners offer a mainstream 
curriculum that Gezani could not follow. The provisions and adaptations at such schools are 
  
3 
 
for mobility and access. On the other hand, in schools for the cognitively impaired, the 
curriculum is modified and adapted to suit the learner’s cognitive pace; however, these 
schools may not meet the physical and sensory support needs. A learner with multiple 
impairments will thus be disadvantaged when placed in either school. A further complication 
arises as the learner’s vision deteriorates and mobility and Braille training are required. 
Furthermore, such learners and their families require counselling support in managing this 
debilitating, life-long condition. Learners with BBS present challenges for special needs 
education in meeting their intensive needs. Previous research studies on BBS focused on the 
medical aspects, and there is limited research on how to support learners with BBS. In this 
study, the multiple needs of the learner and his family will be explored to better inform 
special needs schools. Psycho-educational support refers to all the support given to an 
individual or a group, with the primary goal of sharing information, and helping one to 
develop better interpersonal and coping skills (Woolhouse, Copper, & Pickard, 2013).  
Gezani and his family live in a township that comprises Africans from diverse cultures, 
which has made him, and his family subjected to the stigma and marginalisation attached to 
disabilities inherent in many African cultures. Most African cultures have a belief that 
disability is a punishment from angry ancestors (Ndlovu, 2016). In many African cultures, 
disability is viewed as something unusual and that something must be done to correct the 
disability (Sait, Lorenzo, Stein, & Van Zyl, 2011). Similarly, Gezani’s family has consulted 
traditional Tsonga healers in Mozambique where rituals were performed to appease the 
ancestors and that their children can be healed from their disabilities.  
People living with disabilities and their families face attitudinal barriers globally (United 
Nations Department of Economic & Social Affairs, 2016). The beliefs and attitudes toward 
people with disabilities and their families vary between cultures and regions of the world. In 
the African context, disability is associated with negative perceptions that may result in 
stigma and alienation. Gezani has always been hidden from the community and hardly 
interacted with other children, both at home and at school, which might have been a measure 
by his parents to protect him from being stigmatised by society. Children with disabilities are 
often hidden from the public; they are often prohibited from playing with their peers, and in 
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some instances, they are prohibited from attending school. Parents of children with 
disabilities do so as a way of protecting their children from the stigma and ostracising in the 
local community (Ndlovu, 2016).  
All these challenges add emotional and financial stress to a family that has been battling with 
a child who is diagnosed with the complex, multiple disabilities associated with BBS. 
Gezani’s family needs support from their community, rather than being marginalised and 
stigmatised. Following from these reasons, this research will focus on the psycho-educational 
support needs of Gezani to delve deeper into the difficulties and challenges faced by similar 
children.  
1.3 RESEARCH QUESTION AND THE AIM OF THE STUDY  
The research question is: What psycho-educational support is needed for a Tsonga, 
adolescent diagnosed with Bardet-Biedl syndrome? This study aims to investigate and 
describe the psycho-educational support needs of a Tsonga adolescent diagnosed with 
Bardet-Biedl syndrome, and to make recommendations regarding family and school support 
needs. 
To answer the research question, an in-depth, qualitative case study was undertaken. 
Qualitative research comprises a wide range of approaches and methodologies found within a 
variety of research disciplines (Ritchie, Lewis, & Nicholls, 2013). Qualitative research is a 
naturalistic, interpretive approach that focuses on exploring the phenomena from the inside 
(Denzin & Lincoln, 2011). It seeks to understand how people make sense of their reality, and 
how they interpret their experiences in their subjective views (Ritchie et al., 2013). 
Qualitative data is suitable for this study because data will be gathered and interpreted to get 
meaning in the form of recurring themes directly from the case participant and his proximal 
community. The goal was to develop a rich understanding of the everyday experiences of 
Gezani and his family affected with BBS, and their support needs they receive from the 
school and wider community.  
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1.4 RESEARCH ASSUMPTIONS  
There are a few assumptions that were brought to light throughout this study. The collected 
data might show that Gezani is receiving enough support at the school for learners with visual 
impairments. The school for learners with visual impairment is classified as a Special 
Education Needs school, and the assumption is that the educators and therapists are well 
equipped to support various needs of learners at the school. The researcher assumed that the 
needs of learners at the school are met as they are accessing the school environment and 
learning. These needs might include special dietary requirements for learners like Gezani, 
emotional support, medical support and regular physical exercises.  
The assumptions stem from the policy imperatives found in the Education White Paper 6 
(Department of Education, 2001) and the Screening, Identification, Assessment and Support 
(SIAS) (Department of Basic Education, 2014), which both state that special needs schools 
are designed for learners who require a high level of educational support. Furthermore, the 
researcher assumes that the employees in this special-needs school should have specialised 
knowledge and training to provide optimal support to the learners. For these reasons, the 
researcher would assume that the special needs school in this study is meeting most of 
Gezani’s support needs, as the educators and therapists should have specialised knowledge 
and training regarding sensory and physical disabilities.  
However, because BBS is a rare genetic disorder with the prevalence of 1 in 100 000 
children, the researcher also notes that although information on the genetic makeup and the 
different types of the disorder is readily available, the same cannot be said about the psycho-
educational support needs for learners diagnosed with BBS. Consequently, the school might 
be providing inadequate psycho-educational support to Gezani, due to inadequate knowledge 
of and experience with this rare condition. 
1.5 DEFINITION OF KEY CONCEPTS   
1.5.1 Bardet-Biedl Syndrome  
Bardet-Biedl syndrome is a rare, systemic, genetic disorder that affects many parts of the 
body. The signs and symptoms of this disorder vary among affected individuals. Major 
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characteristics of this condition are vision loss, obesity, polydactyly (the presence of extra 
fingers and toes), intellectual impairment and kidney abnormalities that can be life-
threatening (Forsythe & Beales, 2015). 
1.5.2 Genetic disorder  
A genetic disorder is a condition caused by abnormalities in the individual’s genetic makeup. 
These disorders are often hereditary, or it can be due to changes in the genetic chromosomes. 
Many genetic disorders are rare with a ratio of about one person in several thousand (Baker & 
Beales, 2009).  
1.5.3 Multidisciplinary team approach    
A multidisciplinary team approach is where several professionals with different expertise 
work together to give comprehensive treatment or support to an individual (Fourie, 2017). In 
Gezani’s case, the multidisciplinary team would be the geneticist, dietician, physiotherapist, 
optometrist, nephrologist, speech therapist, audiologist and educators.  
1.6 STRUCTURE OF STUDY REPORT 
This research report is divided into five major sections. The first chapter gives the 
background and rationale to the entire study. The second chapter is the literature reviewed on 
inclusive education and BBS. The third chapter discusses the research methodology. The 
fourth chapter presents the research findings. The last chapter concludes the research report, 
by emphasising major findings, making recommendations and suggestions for future research 
within a similar context. The chapters are arranged as follows: 
Chapter 1 provides an overview of the research study. The emphasis in this chapter is on the 
background and context of the problem. It also provides the aims and objectives of the study. 
Further to this, it provides an overview of the research design and methods of data collection 
and analysis. Lastly, it also identifies the assumptions held by the researcher. 
Chapter 2 provides a detailed discussion of the literature and theories that have informed this 
research. This chapter gives the study a foundation that is based on academic literature.  
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Chapter 3 discusses the research design and methodologies used to collect and analyse data. 
This chapter explains the research paradigm, the aim and the purpose of the research. It also 
evaluates the ethical measures taken and reviews the trustworthiness of the study.  
Chapter 4 presents, analyses, discusses and interprets the qualitative data gathered through 
the employed methods of data collection. This chapter aims to answer the research question. 
This is illustrated in a qualitative narrative where the views of the participants are discussed 
by exploring their views regarding the psycho-educational support needs of Gezani, and how 
these needs are met. 
Chapter 5 concludes the inquiry and gives an overview of the whole study. It includes the 
strengths and limitations of the study and suggests recommendations for future research 
within a similar context. 
1.7 CHAPTER SUMMARY  
Chapter one has in a concise manner revealed the background and context that gave rise to 
this study. The motivation of this study was discussed in relation to the necessity for more 
information on the psycho-educational needs for learners with Bardet-Biedl syndrome. This 
was followed by a discussion of the problem statement and the formation of the research 
question regarding the psycho-educational support needed for a Tsonga adolescent diagnosed 
with Bardet-Biedl syndrome. The chapter also discussed the aims of the study, which was 
followed by the researcher’s assumptions and concluded with an outline of the research 
structure. 
Chapter 2 discusses the literature review of Bardet-Biedl syndrome in detail to gain a better 
understanding of the genetic syndrome’s types, symptoms as well as the prognosis. Chapter 2 
also discusses the relevance of inclusive education and the role of an educational 
psychologist and provides an explanation of Bronfenbrenner’s bioecological model on human 
development to frame the study findings. 
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CHAPTER 2 
LITERATURE REVIEW 
2.1 INTRODUCTION  
This chapter aims to provide a literature review on the nature of Bardet-Biedl syndrome and 
its effects on learning. An explanation of the origins of BBS is given, together with the 
diagnostic criteria, followed by a discussion of the characteristics of BBS and the 
implications of teaching a learner diagnosed with BBS. 
The literature review will also discuss inclusive education in the South African context. The 
discussion on inclusive education will shed light on the provision of psycho-educational 
support needs to learners with special education needs such as Gezani. Furthermore, 
Bronfenbrenner’s ecological theory will be discussed to bring to light the aspects of psycho-
educational support needs for Gezani. 
2.2 BARDET-BIEDL SYNDROME  
Bardet-Biedl syndrome (BBS) is a systemic hereditary disorder resulting from the disruption 
of clinical function (Forti, Akasanov, & Birk, 2007). It is characterised with multiple clinical 
features that include a progressive rod-cone retinal dystrophy, obesity, polydactyly, hypo-
genitalism, which is more frequent in males than females, and cognitive impairment 
(Forsythe & Beales, 2013). It is incurable and persists as a chronic condition; however, the 
condition is manageable, and most of its clinical features can be minimised with appropriate 
intervention. For example, obesity can be minimised through a strict diet and physical 
exercise programme. BBS is more common among black South Africans from various 
cultural groups, as opposed to whites and coloureds in South Africa (Fieggen, Milligan, 
Henderson, & Esterhuizen, 2016). The worst-case scenario in BBS is morbidity and early 
mortality, which are caused by renal failure (Tobin & Beales, 2007). 
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2.2.1 Aetiology of BBS 
Bardet-Biedl syndrome is a rare autosomal recessive genetic condition caused by genetic 
faults in one of several genes. The most affected gene among black South African children is 
the gene BBS10. Currently, there are 19 identified BBS genes, named sequentially BBS1 to 
BBS19. Among black South Africans, BBS is caused by the BBS10 gene, and among white 
South Africans, it is the BBS1 gene (M'hamdi, Ouertani, Maazoul, & Chaabouni-Bouhamed, 
2011). Among the non-consanguineous populations of northern Europe and America, the 
prevalence ranges from one in 100 000 to one in 160 000 people and among the Bedouin 
population of Kuwait, the prevalence is estimated at one in 13 500 people (Forsythe & 
Beales, 2013).  
2.2.2 Characteristics of BBS 
Bardet-Biedl syndrome has many characteristics that vary among diagnosed individuals. 
Visual impairment is the major symptom in all people with the condition. Obesity is the 
second major symptom, and the third major symptom is polydactyly. Additional 
characteristics of BBS include impaired speech, dental abnormalities, developmental delay, 
partial or complete sense of smell and behavioural problems (Katsanis, 2004). Table 2.1 
summarises the characteristics of Bardet-Biedl syndrome: 
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Table 2.1. Diagnostic features and prevalence in BBS (Sciencedirect.com)  
 
Below are the six major clinical features of BBS.  
Retinal dystrophy 
Retinal dystrophy is the first major feature of BBS, and it can be found in all patients. It is 
occasionally found in the first decade in some patients, and it is found in all patients when 
they reach early adulthood (Azarai, Cideciyen, Schwartz, & Windsor et al., 2006). Retinitis 
pigmentosa is a visual disorder characterised by progressive photoreceptor degeneration and 
intraretinal pigmentation migration. The symptoms include progressive contradiction of the 
visual fields and night blindness. The decreased visual acuity can result from macular 
involvement of the disease (Azarai et al., 2006).  
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The classical visual problem is called retinitis pigmentosa, which is a disorder of the retina. 
Clinically, the visual loss is initially described as night blindness; however, over time, the 
visual loss occurs during the day as well. Even though children with BBS are not born blind, 
their sight deteriorates as they grow older and eventually, they become completely blind 
(Abu-Shafieh, Al-Anazi, Al-Abdi, Hashem, Alkuruya, Almar & Alkuray, 2012).  Usually, the 
visual fields tend to be abnormal by the age of ten. By adolescence, visual field loss is 
moderate to severe. Around the age of thirty, the macula is involved in all individuals and is 
accompanied by visual acuity of 20/200 or even worse. Legal blindness affects about 75% of 
people with BBS (Moore, Green, Fan, Bhogal, Fernandez, Stefanelli & Parfrey, 2012). The 
prevalence in African countries is unknown, as many cases are undiagnosed.  
 
 
Figure 2.1: An example of a normal retina and one with pigmentosa (Indiamart.com)   
 
Polydactyly  
Polydactyly is the second major feature of BBS. The presence of extra fingers and toes is a 
distinct feature of Bardet-Biedl syndrome. The fingers and toes are usually short and stubby, 
which affects dexterity. Polydactyly is a useful diagnosis sign because it is the only sign that 
rules out Laurence Moon syndrome in the diagnosis of BBS. Few patients diagnosed with 
BBS, however, might not present with polydactyly, even within the same family (Baker & 
Beales, 2009).  
  
12 
 
 
 
 
 
 
 
 
Figure 2.2: Examples of polydactyly on the hands and the feet (bjo.bmj.com)  
 
Obesity 
Obesity is a disorder where the body has excessive fat, which makes one more susceptible to 
many health problems. Health problems associated with obesity include heart diseases, high 
blood pressure and diabetes (Forti et al., 2007). Obesity is the third major feature of BBS and 
affects about 75% of those with the condition. The abnormal weight gain among children 
with BBS starts between ages two and three years and continues throughout adulthood. The 
cause of obesity in BBS patients is currently unknown (Haque, Alam, Begum, & Rahman, 
2016). 
Moreover, excessive fat can also lead to bone deformities and malfunctions. The excess fat 
might be too heavy on the bone structure, which will also affect one’s daily activities and 
quality of life. Mobility is one of the usual challenges among individuals with obesity. Other 
activities obese people battle with include jumping, running, throwing and catching objects. 
The excess fat affects the joints on the lower limbs, where they become inflexible. Similarly, 
people with obesity tire easily and are less likely to complete tasks that require physical 
movements. 
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Figure 2.3: An example of central obesity in BBS (hesed.info)  
 
Genital anomalies  
Hypo-genitalism occurs more frequently in BBS males rather than in females. About 88% of 
BBS males are found to have small testes and small penises; however, their testosterone 
levels are normal. Females with BBS usually have normal secondary characteristics, but often 
have irregularities during menstruation and endocrine dysfunction with increased luteinising 
hormones (Baker & Beales, 2009).  
Renal anomalies  
Renal anomalies are present in only 21% of BBS patients, which include renal impairment, 
renal dysfunction and deformed kidneys (Fauser, Munz, & Besch, 2003). Even though this is 
only present in a few patients, the effects of renal dysfunction can be life-threatening. 
Majority of BBS patients die due to renal dysfunction and other diseases caused by renal 
dysfunction (Forsythe & Beales, 2015). Renal dysfunction is one of the characteristics of 
BBS that must be closely monitored, which means that BBS patients are advised to undergo 
annual renal assessment. These assessments will help in detecting renal dysfunction early so 
that it can be effectively managed and to avoid secondary diseases related to renal 
dysfunction (Haque et al., 2016).  
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Figure 2.4: Example of a normal kidney and a diseased kidney (slideshare.com). 
 
Cognitive impairment  
Cognitive impairment is now a more disputed feature of BBS. Recent objective IQ Tests 
determined that only a minority of patients are cognitively impaired. About 60% of Bardet-
Biedl syndrome patients have learning disabilities and short-term memory deficits, which can 
be counterbalanced by their excellent long-term memory. BBS Patients do better in practical 
skills than in verbal skills. The intellectual disability ranges from mild (Intelligence Quotient 
[IQ]: 75-90) to moderate (IQ: 50-75) and is rarely severe and profound (Tobin & Beales, 
2007).  
In the survey by Beales, Elcioqlu, Woolf, Parker, and Flinter (1999) about 62% of the 
children with BBS received education support at special schools. The severity of the learning 
disability is usually mild to moderate, with only a few having severe mental retardation. 
Learners with BBS can remain in mainstream schools in their earlier years; however, in time, 
they require placement in LSEN schools, which can also be attributed to the fact that their 
  
15 
 
visual abilities deteriorate with time. The intellectual disability is worsened by visual 
problems, which affect most children. 
In addition to the primary diagnostic criteria of Bardet-Biedl syndrome, secondary diagnostic 
characteristics need to be present to make an accurate diagnosis of this rare genetic condition. 
Below are some of the secondary characteristics of BBS with brief descriptions:  
Speech  
Communication difficulties have been reported in about 60% of BBS patients (Forsythe, 
2003). Children with BBS only develop intelligible speech around the age of five. In all age 
groups and in both genders, the patients normally have a high-pitched nasal speech. This 
speech difficulty might be because of hearing and cognitive impairment. In children, speech 
delay and difficulties are mostly responsive to speech therapy. 
Developmental delay  
About 90% of babies with BBS have developmental delays (Forsythe & Beales, 2013). These 
developmental delays differ from one baby to another. The developmental delays include 
sensory, motor, communication and feeding. Developmental delays in children are also 
linked to cognitive impairment, keeping with the diagnosis of BBS (Spencer-Smith, Spittle, 
Lee, Doyle, & Anderson, 2015), developmental delays are an indicator of cognitive 
impairment in children.  
Diabetes mellitus  
Diabetes mellitus is a disease that affects the functioning of the pancreas, which hinders the 
body from utilising the energy derived from food, leaving the body with too much sugar in 
the blood, which can cause other diseases (Forti et al., 2007). This condition is chronic but 
manageable through medication and change of lifestyle. The management of this condition is 
an ongoing process. The symptoms of this condition include blurred vision, dry mouth and 
increased thirst; however, this condition only affects about 6–48% of people with BBS.  
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Congenital heart disease  
Only 7% of babies with BBS are born with abnormal hearts. The defects can either be on the 
heart walls or on the blood vessels, which affects how their hearts function. This heart 
condition can be detected during pregnancy by ultrasound; however, in some cases, 
symptoms of heart defects can be noticed shortly after birth. This disease affects normal 
blood flow, which may also affect breathing, which is life-threatening. Diseases caused by 
lack of blood flow include heart diseases, visual impairment, and renal dysfunction (Magnus, 
IIiodromiti, Lawlor, Catov, Nelson, & Fraser, 2017).  
 
 
Figure 2.5: Examples of a normal heart and one with defects (Medicinet.com)  
 
Dental anomalies  
Fifty-one per cent of BBS patients have dental anomalies. These anomalies include 
underdeveloped teeth, the absence of teeth, deformed teeth, and having extra teeth. These 
anomalies can affect a person's image, the way they chew food and their speech (Leavy, 
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Cisneros, & LeBlanc, 2015). Dental anomalies add to the delayed speech that might already 
be present in people with BBS, making it even harder for them to communicate effectively. 
BBS patients who have this condition can be referred to orthodontists who can correct their 
dental anomalies. Figure 2.6 shows an example of dental anomalies.  
 
Figure 2.6: An example of dental anomalies (Pocketdentistry.com).  
 
2.2.3 Management  
There is no cure for Bardet-Biedl syndrome (Moore et al., 2012). The treatment for BBS 
focuses on signs and symptoms in every individual. Intervention measures given by medical 
geneticists are variably effective, depending on the adherence and compliance. Geneticists 
recommend an annual renal ultrasound and renal function tests as preventative measures 
because affected individuals are at risk of cystic renal dysfunction (<82%). Secondly, annual 
cholesterol and glucose tests, and blood pressure measurement need to be done in the view of 
the obesity associated with BBS. Also recommended are annual visual assessments, as the 
potential for visual loss is high. A screening visual assessment could take place in a remedial 
school for the blind. Annual hearing tests are also needed as about 50% of individuals 
diagnosed with BBS are at risk of developing hearing loss. Remedial therapies such as 
occupational, speech and physiotherapy should also be implemented. Consultation with the 
dietician is also vital to limit obesity-related complications (Tobin & Beales, 2007).  
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The management of and care for people diagnosed with Bardet-Biedl syndrome focuses on 
vision loss, obesity, intellectual impairment and kidney failure. Early evaluation by an 
ophthalmologist can help in providing visual aids and mobility training. A lot can be done to 
address the ophthalmologic problems endured by patients with BBS, which are visual 
rehabilitation, as patients should be prepared for a life with total blindness. Vitamin A can be 
used for retinitis pigmentosa. Vitamin A has been found effective in slowing down the 
decline in ERG responses. 
Similarly, intervention for renal dysfunction depends on the type of abnormality that might be 
present. For example, recurrent infections caused by reflux are treated with appropriate 
antibiotics. Management of diabetes can prevent diabetic retinopathy and rapid vision loss 
already compromised by rod-cone dystrophy. Specially fitted shoes are helpful to patients 
with bone deformation. The management of obesity in people with BBS could include, diet, 
exercise and behavioural therapy. Dieticians should be engaged in addressing issues of 
weight gain and related health issues. With the unknown cause of obesity in BBS, a 
multidisciplinary approach is recommended in dealing with weight loss. Regarding the 
management of intellectual impairment in learners with BBS, early interventions are crucial 
for them to acquire independent living skills. LSEN schools can aid in providing a program 
for learners with BBS. 
2.2.4 Accommodations required in the school environment  
Learners with BBS have learning challenges due to the multiple disabilities associated with 
the disorder. They have reading and writing difficulties, challenges with communication, and 
have a poor memory (Fauser, Munz, & Besch, 2003). These learners need to be placed in 
learning support classes for them to achieve their full potential. They will be able to receive 
extra lessons for learning areas and activities with which they struggle. Similarly, the school 
environment should meet all the learner's needs. Gezani is visually impaired and the structure 
of his lower limbs and being overweight impacts negatively on his mobility around the 
school. 
Accommodations that Gezani requires at the school include adaptations in the classroom, 
where the writings and printouts are made in a bigger font so that he can see. He needs to be 
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taught Braille since he will eventually become completely blind. Regarding mobility around 
the school, he will need to be orientated, and by the time he gets completely blind, he will 
need a mobility device such as a walking stick. The use of mobility devices can be 
incorporated in his mobility orientation, which will better equip him to walk freely using a 
walking stick by the time he becomes completely blind. Mobility orientation is critical for 
learners with visual impairment, as they learn to move freely and safely around the school 
environment.  
Furthermore, part of BBS management is that Gezani should go for regular medical check-
ups. The school must have a catch-up programme for Gezani as he will miss classes when he 
goes for these regular medical check-ups. His teachers will need to have in place an 
individualised catch-up plan for him so that he can catch up on the work that he would have 
missed when absent.  
2.2.5 Prognosis  
Bardet-Biedl syndrome has various symptoms and characteristics that differ among those 
who have the condition. As a result, the prognosis of BBS differs from one person to another. 
The severity of the symptoms also varies between individuals.  
Visual impairment 
Visual impairment is present in everyone who has BBS, they all have retinitis pigmentosa. 
Other individuals, however, have comorbid visual disorders, which makes the impairment to 
differ among individuals. The comorbid visual disorders include nystagmus and night 
blindness (Abadi, 2002). The visual loss progresses in all patients but at different rates. Some 
become blind during adolescences, whereas others become blind by early adulthood. 
Similarly, in some cases, visual impairment can be improved by using prescription glasses. 
On the other hand, prescription glasses do not improve vision for others.  
Cognitive impairment  
Cognitive impairment among learners with BBS can be attributed to several factors including 
visual impairment, hearing impairment, as well as speech impairment (M'hamdi et al., 2011). 
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The cognitive impairment can also be worsened when the learner does not receive early 
educational intervention and support. Similarly, misdiagnosis can lead to the learner not 
being placed in an appropriate school, which might contribute to the learning difficulties of 
the learner. 
Obesity  
About 92% of BBS patients have central obesity, placing them at high risk of all the diseases 
associated with obesity (Forti et al., 2007). Through regular exercises and following a 
recommended diet, however, one can reduce the body fat and alleviate the diseases associated 
with obesity. Different ways in which people with BBS manage their obesity will bring about 
different results, as the effects of obesity on one’s wellbeing will be influenced by how they 
manage their weight.  
Renal anomalies 
Renal anomalies are the main cause of renal dysfunction, which is the main cause of death 
among people diagnosed with BBS because there are many life-threatening illnesses 
associated with renal dysfunction. The kidneys of BBS patients are more likely to be 
deformed, which affects their normal functioning. This can be evident at the different stages 
of life; hence, it is advised that all BBS patients go for an annual renal assessment.  
2.3 INCLUSIVE EDUCATION  
Inclusive education in the South African context is underpinned by six democratic assertions, 
namely: (1) All children and the youth can learn under conducive learning environments; (2) 
There ought to be relevant and effective support structures; (3) The diversity of learners must 
be acknowledged and respected; (4) Learning takes place not only at school but also in the 
larger community; (5) Changes must be made regarding attitudes, behaviour and teaching 
methods to effectively meet the needs of all learners; and (6) Barriers to learning must be 
minimised, while maximising the participation of all learners in the curriculum and culture of 
their educational institutions (Department of Education, 2001).     
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Inclusive education is the practice of successfully and adequately meeting the needs of 
diverse learners; however, implementation has many challenges (Ladbrook, 2009). As a 
developing nation, South Africa is not yet fully equipped to meet all the needs for inclusive 
education (Pillay & Di Terlizzi, 2009). Learners with BBS are likely to present with multiple 
impairments that might be difficult to accommodate in mainstream or special schools. 
Schools for learners with special educational needs are categorised as those for the visually 
and hearing impaired, the cognitively impaired and the physically challenged (Department of 
Education, 2001).  
Schools for physically disabled learners offer a mainstream curriculum that Gezani could not 
follow. The provisions and adaptations at such schools are for mobility and access. On the 
other hand, in schools for the cognitively impaired, the curriculum is modified and adapted to 
suit the learner’s cognitive pace; however, these schools might not meet the physical and 
sensory support needs. A learner with multiple impairments will thus be disadvantaged when 
placed in either school. A further complication arises as the learner’s vision deteriorates and 
mobility and Braille training are required. Furthermore, such learners and their families 
require counselling support in managing this debilitating, life-long condition. Learners with 
BBS present challenges for special needs education in meeting their intensive needs. 
2.4 ADAPTING THE BIO-ECOLOGICAL MODEL ON HUMAN DEVELOPMENT 
TO VISUALLY REPRESENT HISTORICAL CASE INFORMATION  
The bioecological model for human development suggests the interactions between 
individuals and their environment. This model considers development as a phenomenon of 
continuous change happening in the biological and psychological spheres of human beings, 
both individually and in their social groups. This model allows one to consider the influence 
various systems have on child development over time. Evident in the policies of inclusive 
education, was that contextual factors play a huge role in the learning experiences of a child. 
Contextual factors also influence all aspects of individual functioning.  
An ice-cream cone model was used in this study to represent the historical information 
relating to Gezani’s life in a visual form. Included in the ice-cream cone are his 
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developmental milestones and his different domains of functioning. This visual 
representation will allow the researcher to consider the impact of the various systems, as 
discussed in the bioecological model, on Gezani’s development. An understanding of the 
bioecological model is crucial to understand the case presented in this study and the role of 
various systems.  
2.4.1 Bronfenbrenner’s model of child development  
The characteristics of a person are shaped by both his traits and his environment at a given 
time in his life (Bronfenbrenner, 1979). Bronfenbrenner identified five interacting systems 
that are central to the developmental process, namely the microsystem, mesosystem, exo-
system, macrosystem and chronosystem (Figure 2.7). The interaction between the individual 
and these systems affect what is known as proximal interaction, such as close interactions 
with family members over a period. An understanding of the proximal interactions 
experienced by the child can help in gathering information on the reciprocal influences by the 
family and the larger community.  
The microsystem is the first system in the developmental process of a child. This system 
comprises interpersonal relationships experienced by the child daily, including the family, 
friends and the school. Within this system, there are individuals with different traits, 
personalities and beliefs (Swart & Pettipher, 2005). These individuals have a way of 
influencing the development of the child. In this system, both the child and close family and 
friends have a way of influencing each other. Bronfenbrenner called them bi-directional 
influences (Bronfenbrenner, 1979). That is, the microsystems of the child will affect the type 
of care they receive at home or school. On the other hand, the child also influences the 
behaviour and beliefs of his parents and others within the microsystem. 
The second level of the systems is that of the mesosystems, which provides connections 
between structures of the child’s microsystem. That is, what happens in the one relationship 
within the microsystem will affect what happens in another microsystem. An example of this 
interaction relating to this case study would be the medical reports from medical 
professionals regarding BBS and Gezani’s psycho-educational support needs, will inform the 
type of support he receives at school.  
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The third level of the systems is the exo-system, a social system with which the child does 
not directly interact. The structures within this system influence the child’s development by 
interacting with some structures in the microsystem. Examples of these systems include the 
education system, the health system and parents’ place of work. Even though the child is not 
directly involved with these systems, what occurs in these systems can have a positive or 
negative impact on his development. An example of systems relating to this study is the way 
Gezani’s case has been handled since he started school in 2006. Similarly, lack of relevant 
LSEN schools in the community delayed his referral process.  
The fourth system is the macrosystem, which is the dominant social and economic structures 
comprised of cultural values and customs and laws (Berk, 2000). This system influences all 
other social structures. An example in Gezani’s case would be his parents isolating him from 
the community due to the cultural beliefs and stigma attached to disabilities. Such beliefs 
influenced how Gezani’s parents raised him within the community.  
The fifth and last level of systems is the chronosystem, which looks at the timeline in the 
child’s development and relating to the child’s environment. Elements in this system can be 
either internal or external. An example of an internal factor in Gezani’s case would be that he 
will become completely blind by early adulthood, which is in line with his genetic condition. 
On the other hand, an example of an external factor would be the time in which he was 
diagnosed with BBS and the time when he was referred to the school for the visually 
impaired.  
After considering Bronfenbrenner’s ecological systems theory, one can see the significance 
of considering the BBS case systematically, as all the systems are interconnected to affect the 
management and the quality of life associated with each case. In this study, therefore, the 
developmental history and current context of Gezani will be considered (Donald, Lazarus, & 
Lolwana, 2012). 
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Figure 2.7: Bronfenbrenner’s ecological system model (Bronfenbrenner, 2005) 
 
2.4.2 Adaptation of bio-ecological model to form an “ice-cream cone” 
Applying the ecological model, allows one to consider all aspects of the individual’s context 
as well as their developmental history. This information is visually represented using an ice-
cream cone. The ice-cream cone, shown in Figure 2.8, also allows one the opportunity to 
consider all domains of functioning and to consider information gathered from a variety of 
sources.  
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Figure 2.8: An ice-cream cone representation of Bronfenbrenner’s ecological system 
model 
 
The ecological system model has shown how vital the chronosystem is in the development of 
a child. Information on the chronological system is gathered by a detailed history, including 
developmental history, family context, types of treatment and interventions and behavioural 
information (Sattler & Hoge, 2006). In this study, background information is used to consider 
physical and medical developmental history to better understand how BBS has affected the 
physical and health of Gezani. The information gathered on the family, academic 
performance, medical and psychological assessments and interventions would help the 
researcher understand how BBS has affected Gezani’s academic performance, emotional 
development, his social functioning, as well as his learning abilities. As shown in Figure 2.8, 
the developmental milestones of Gezani make up the cone of the ice-cream.  
In considering Gezani’s psycho-educational support needs, all domains of functioning need to 
be investigated and understood. These different domains are cognitive, physical/sensory, 
psychosocial and behavioural and can be represented as the different-flavoured scoops of ice 
cream, with the cherry on top as the research question (Figure 2.8), which is the psycho-
educational support needs of an adolescent diagnosed with Bardet-Biedl syndrome. Data 
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gathered from multiple sources regarding all the domains of functioning, allows for a richer 
understanding of the case. Data, therefore, need to be gathered from multiple sources to better 
understand the needs of the learner.  
Using the ice-cream cone model allows one to see how the data gathered can affect more than 
one domain of functioning. An example from this case is the visual impairment associated 
with BBS, which is a sensory condition. This sensory condition affects his academic 
performance as well as his mobility. His visual impairment may also affect the psychosocial 
and behavioural domain. That is, he might be isolated in the society due to his visual 
disability, and in turn, it might affect his behaviour.  
A good understanding of the literature is important in conceptualising the research problem 
(Henning, 2004). In the case of this study, the literature can also be clustered in different 
domains, as was done when considering the diagnoses and management of the genetic 
condition, as this enhances the flavour and depth of each of the scoops of the ice-cream. 
Similarly, it helps in understanding the needs of each domain of functioning.  
2.5 ROLE OF THE EDUCATIONAL PSYCHOLOGIST  
Bardet-Biedl syndrome is a medical condition, where those diagnosed need much medical 
attention to manage it. An educational psychologist, however, has a bigger role to play in 
supporting learners diagnosed with medical conditions, as well as their families and educators 
in a social networking model (Fourie, 2017). According to the Health Professions Council of 
South Africa (HPCSA, 2011), an educational psychologist provides extensive support and 
psychological services to any role-player that might support the client’s optimal functioning. 
These role-players could include educator support, family-based interventions, as well as 
learning support.  
Similarly, educational psychologists have a role to play in the psycho-educational needs of 
learners diagnosed with BBS. That is, they need to have sound knowledge of the condition to 
give relevant and optimal support to the diagnosed learners. In a school context, an 
educational psychologist might also have to work collaboratively with the school-based 
support team to develop individual support plans for learners with the condition.  
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2.6 CHAPTER SUMMARY  
The literature review in this chapter discussed the nature and complexity of Bardet-Biedl 
syndrome. BBS is a rare genetic disorder characterised by multiple disabilities. The most 
common features of this genetic condition are visual impairment, cognitive impairment, 
polydactyly, obesity, as well as renal abnormalities. Visual impairment affects most BBS 
patients. The vision for people with BBS deteriorates with time, where they end up being 
completely blind by early adulthood. Learning difficulties among learners with BBS can also 
be related to visual impairment; however, with early intervention and appropriate support, 
learners with BBS can learn effectively. Polydactyly is also present in all BBS patients, 
which can be present in both hands and both feet; however, this can differ from one patient to 
another. Obesity is also present in all most BBS patients but can be managed effectively 
through regular physical exercises and a recommended diet. The management of obesity also 
helps in alleviating diseases associated with obesity. Lastly, renal abnormalities and renal 
dysfunction is the principle cause of death amongst BBS patients. It is highly recommended 
that people with BBS go for an annual renal assessment so that if any dysfunction is detected, 
patients can start with treatment at an early stage. BBS remains incurable, but most of its 
symptoms can be managed through appropriate interventions, support and medical treatment.  
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CHAPTER 3 
RESEARCH DESIGN AND METHODOLOGY 
3.1 Introduction  
Chapters one and two provided the background and literature review to the study. This 
chapter will focus on the research design and methods used in the study. In the initial stage of 
the study, it was crucial that both the research paradigm and design selected corresponded 
with each other. Similarly, both the research paradigm and design had to be suitable and 
appropriate for this study. This chapter will show the reader that a qualitative study, rooted in 
an interpretivist paradigm, was suitable for the inquiry at hand.  
A discussion on the relevance of the case study research design will be presented, along with 
the significance of the case study design with the interpretivist paradigm. A clear definition 
of the research design will also be provided. The role of the researcher in a qualitative case 
study will be indicated, as well as discussing how the case for this study was selected. Data 
collection techniques will then be discussed by indicating how medical reports and interviews 
were used in the study. A description of the research participants will be given to show their 
relevance to the study. The method of data generation and analysis will be explained in detail. 
Lastly, the means used to ensure trustworthiness of the study are discussed, as well as the 
importance of working ethically and the different ethical considerations that were required 
throughout the study are also discussed. 
3.2 PARADIGMATIC PERSPECTIVE  
3.2.1 Introduction  
A research paradigm is a lens through which researchers choose to look at different 
phenomena; a way in which they view reality and how they interpret it (Wengraf, 2001).  
Regarding conducting research, a paradigm serves as a guide on how research should be 
conducted. There are various paradigms that various researchers from different schools 
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employ in conducting different studies. The current study used a qualitative research 
approach anchored in an interpretive paradigm, which is explained in the following section. 
3.2.2 Interpretive paradigm  
The interpretive paradigm works best with methods that allow an in-depth understanding of 
human relationships and their environment, and the role individuals play in creating the 
reality of which they are part (Thanh & Thanh, 2015). Within the interpretive paradigm, there 
are no correct or incorrect theories. Theories are judged according to how appealing they are 
to the researcher, and the participants involve (Myers, 2009). This paradigm employs 
meaning-oriented methodologies such as interviews and observations.  
The interpretivist paradigm allows the researcher to see the world through the perceptions 
and experiences of the participants. Interpretivism seeks to understand a specific context, and 
its belief is that reality is socially constructed (Willis, 2007), it is more subjective than 
objective. An interpretative viewpoint is of the position that there are multiple realities and 
that these realities are subjective. Information that emerges from the study is relative to the 
time and context of the study (Harland, 2014). 
3.2.3 Qualitative methodological approach  
This study was conducted from a qualitative research approach. A qualitative research 
approach is a research approach that seeks an in-depth understanding of people’s lived 
experiences within their natural environment. The focus of this research methodology is to 
make meaning of such lived experiences by interacting directly with the people who are 
being studied (Creswell & Poth, 2018). This research approach employs multiple systems of 
inquiry to study human phenomena. These multiple systems of inquiry include biography, 
ethnography, discourse analysis, case studies, historical analysis, phenomenology and 
grounded theory. This study used a case study design as a system of inquiry.  
The advantage of using a qualitative research approach is that it provides a holistic, thick and 
rich detailed account of the participants’ lived experiences (Flick, 2014). Regarding this 
study, the results of qualitative research provided rich and thick data on the psycho-
educational support needs of an adolescent diagnosed with Bardet-Biedl syndrome. This 
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approach to research is flexible because it is responsive to changes that might occur during 
the study, which might result in a change of focus of the study (Rahman, 2017). 
On the other hand, qualitative research has limitations. Qualitative research is subjective in 
nature, and the results from qualitative research cannot be generalised to a larger population. 
For example, the results of this study cannot be generalised to every individual diagnosed 
with Bardet-Biedl syndrome. Qualitative research is time-consuming (Creswell, 2009). For 
example, conducting the interviews and having to transcribe the audio recorded interviews 
can take long. Another shortcoming to qualitative research is that the researcher’s personal 
biases may influence how data are collected and interpreted, which will then influence the 
research results (Creswell & Poth, 2018).  
3.3 RESEARCH METHODOLOGY AND STRATEGIES  
3.3.1 Introduction 
Qualitative research relies heavily on a progression of decisions that are taken regarding the 
design and methodology. These designs and methodologies include sampling strategies, data 
collection, methods of data analysis, ethical considerations as well as the quality criteria of 
the study (Creswell & Poth, 2018).  
3.3.2 Qualitative research design  
A case study research design was used, which is an empirical inquiry that investigates unique 
phenomena within its real-life context (Harland, 2014). This methodology is used to explain 
real-life; causal links where the researcher can appreciate the subjective richness of 
individuals recounting their experiences in a specific context (Cronin, 2014). Case study as a 
qualitative inquiry is intensely focused research on a specific case, with the goal of 
understanding its activity within important circumstances (Stake, 1995). 
A case study was appropriate as it allowed the researcher to explore Gezani and his family, 
how they daily live with BBS and what their psycho-educational support needs are. The case 
has been purposefully selected as an analysis of this family’s experiences and needs and will 
allow educators and therapists to better understand and support people with BBS. 
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Case study research is collecting and presenting detailed and unstructured data from various 
sources to better understand a phenomenon. It allows the researcher to study contextual detail 
and to give a rich and thick description of the findings. The thick description is derived from 
the analysis of various multiple sources (Yin, 2012). Qualitative research is a method of 
searching and understanding the realities and meanings people ascribe to social phenomena 
(Creswell, 2014). The understanding of social phenomena is made with the help of lived 
experiences and views of participants (Isaacs, 2014), which is that the research relies more on 
the views of the participants. It is also useful in examining the phenomena where the 
perspectives of multiple stakeholders are central to understanding and practice (Trainor & 
Graue, 2014). This research uses open-ended questions, to allow participants to construct 
meaning of the phenomenon (Creswell, 2003). These meanings typically emerge because of 
interactions with other individuals, and usually, the meanings are negotiated both socially and 
historically.  
Case study researchers seek to explore, understand, get close to participants in their natural 
setting, and present their perspectives (Creswell, 2013). Various methods of data collection 
can be used to gain rich and thick data from the participants. These methods include 
observations, interviews, documents and artefacts to achieve the aim of constructing data in 
case study research (Stewart, 2014). Case studies require careful planning, development and 
execution. Analysing processes ensures the credibility and validity of the study, such as 
descriptive, thematic and content analysis and triangulation (Merriam, 2009).  
The researcher’s worldviews and background influence the research process and results, as 
subjective and interpretive orientation is part of case study research. The subjectivity in case 
studies, however, is openly acknowledged and managed (Creswell, 2014). The researcher 
does this by adopting methods such as keeping a research journal, where important aspects 
during the research process are documented (Yin, 2014).  
Case selection in a case study is based on the purpose of the research (Merriam, 2009). This 
study's purpose is to inquire about the psycho-educational support needs for Gezani. The 
research purpose and question lead to the selection of the case. A case is selected based on 
what it can reveal about the phenomenon that is being studied.  
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3.4 CASE SELECTION  
During the researcher's practical work as a student school counsellor, he worked with Gezani 
who presented with multiple learning difficulties and disabilities. Gezani was in Grade 6 and 
14-years old at the time. He had been retained in most grades due to his low academic 
performance. He was referred to the researcher for assessment due to his low grades. During 
the initial interview with his parents, the researcher learned that Gezani had been referred to 
various specialists since he was in Grade one and that an LSEN School was recommended in 
one of the assessment reports. Among the specialists that he had previously been referred to 
was an occupational therapist, speech therapist and a geneticist; however, these specialists 
misdiagnosed him, and as a result, he remained in a mainstream school for a lengthy period.  
One major challenge that Gezani had was his low vision, he struggled to see clearly on the 
chalkboard and read his books. Part of the researcher's support intervention was to refer him 
to an optometrist. Due to the low socio-economic background, his parents could not afford to 
take him to an optometrist, so the researcher made an appointment for him at the University 
of Johannesburg Optometry department where he was assessed free of charge. During the 
assessment, different lenses were tried on Gezani to help him with his low vision. None of the 
lenses, however, were able to improve his vision. Instead, his vision became worse when he 
tried the lenses. The assessment took longer than anticipated as they were trying to figure out 
what the problem with his vision might be.  
One of the ophthalmologists noticed scars on Gezani’s hands and asked if he had six fingers 
on both hands at birth, which was confirmed by Gezani and his uncle who accompanied him. 
The ophthalmologist then suggested that Gezani might have a rare genetic disorder called 
Bardet-Biedl syndrome, which might be the cause for his low vision. An appointment with a 
geneticist was made for Gezani, and a week later the geneticist assessed him. The geneticist 
confirmed from clinical observations that Gezani has Bardet-Biedl syndrome, which was also 
confirmed by the blood test results. After Gezani was diagnosed with BBS, the researcher 
started research on the condition to learn more about it. The researcher wanted to know how 
BBS can be managed and to better support Gezani at school. While researching the disorder, 
the researcher realised that there is little research on Bardet-Biedl syndrome, its impact on 
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learning and how to support learners with BBS in schools. Due to the rarity, complexity and 
limited information about the condition, the researcher decided to conduct a case study to 
research his psycho-educational needs.  
3.5 THE RESEARCHER   
The researcher is the primary instrument of data collection in both semi-structured and 
unstructured qualitative interviews (Pezella, Pettigrew, & Miller-Day, 2012). I was the 
primary instrument of data collection in this study. I collected data using semi-structured 
interviews and medical reports from different medical professionals. I had a way of 
influencing how I collected data and the type of data that was gathered from my research 
participants. My influence in data collection was informed by the research question. During 
the interviews, I had to constantly check that the participants are still answering the research 
question. It was important for me to work collaboratively with the research participants so 
that they felt empowered throughout the research process (Cresswell, 2014).  
Data collection in interviews goes beyond the verbal responses of the participants; non-verbal 
communication is equally important. How the researcher responds to the participants and 
how the researcher adopts to the research environment is crucial in data collection (Merriam, 
2009). As the researcher, I had to be actively observant of non-verbal communication, and it 
allowed me to observe the comfort of the participants during the interview process.  
It was important to be self-reflective during the interview process to bracket personal 
assumptions and worldviews from influencing the questions asked during the interview 
process (Henning, 2004). I had to be conscious of the questions I asked and had to ensure that 
the questions were not biased in any way (Yin, 2012). Henning (2004) urges researchers to 
check how assumptions and biases may influence the data collection process, as well as 
interpretation. Merriam (2009) discusses the importance of considering the context of the 
interview during the interpretation process.  
As the researcher, it was important to consider any biases and worldviews I may have had. 
Such views could include showing pity for Gezani and his family due to his genetic condition 
or assuming that the educators at his school are not well trained and equipped to support a 
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learner with a rare genetic condition. Such assumptions and biases could lead to participants 
feeling uncomfortable or attacked during the interview process. Similarly, such worldviews 
may lead the researcher to interpret the collected data incorrectly.  
Qualitative inquiry requires that the researcher work collaboratively with the research 
participants (Henning, 2004). I also developed a collaborative relationship with the 
participants, especially the geneticist who shared many sensitive details about Bardet-Biedl 
syndrome (Wengraf, 2001). Working in an unbiased manner and approaching the participants 
in a sincere style helped in the development of a trusting relationship and enabled 
collaboration between myself and the research participants.  
3.6 DATA COLLECTION METHODS  
3.6.1 Interviews  
Semi-structured interviews were conducted for data collection for this study. The interviews 
were conducted at the school for the visually impaired. The interviews were scheduled one 
day at the school and the interviews lasted approximately one hour each.    These interviews 
were conducted with participants from the school for the visually impaired and with a district 
official from the department of education.  Participants from the school were the class teacher 
and the school principal. Table 3.1 shows the interview guide that was used in conducting 
these interviews. Semi-structured interviews were used for this study because of the 
flexibility of this method (McIntosh & Morse, 2015). The questions the researcher had prior 
the interview served as a guide and allowed the researcher to add questions during the 
interviews.  
3.6.2 Documents  
Various documents were used in collecting rich and thick data for this study. These 
documents include medical reports, a school report and printed emails from the 
communications between the researcher and the different professionals who were involved in 
the referral process of Gezani. The medical reports used in this study include reports from the 
Optometrist (Appendix D1), Ophthalmologist, (Appendix D2), Geneticist (Appendix D3), 
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Physiotherapist (Appendix D4), Clinical Psychologist (Appendix D5), and Occupational 
therapist (Appendix D6). Copies of the emails are in Appendix E, and the school report is 
appendix F.  
 
Table 3.1. Interview guide 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Questions for class teacher at Sibonile school for the blind:  
1. What individual education support does Gezani (Pseudonym) need in the classroom?  
2. Do you have any individualised support plan for Gezani?  
3. What support do you need from the SBST in order for you to support Gezani more effectively?  
4. Do you get sufficient and effective support from the SBST and the DBST?  
5. What are the challenges that you come across when teaching Gezani?  
6. How is Gezani’s progress with regards to his academic performance?  
7. How Gezani’s behaviour in the classroom is during teaching and learning, and what is his relationship 
with other learners like?  
Questions for the ISS services:  
1. What support does the ISS services give to LSEN Schools whereby there are learners who need intensive 
multidisciplinary intervention programmes?  
2. Does the ISS services have a multidisciplinary team?  
3. What does the multidisciplinary team consist of?  
4. How do you identify LSEN schools which have learners with rare genetic disorders like BBS?  
5. Who between the SBST and the DBST do you work the most with?  
6. What are the challenges you are more likely to encounter when you work with LSEN schools?  
7. How do you address the challenges that you encounter?  
8. Do you have enough resources to support learners with rare genetic disorders like BBS?  
9. How effective is the support you give to the learners?  
10. How accessible are you to the SBST and the DBST?    
 
Questions for the principal at Sibonile school for the blind  
1. What are your responsibilities in ensuring that learners with rare genetic disorders get the psycho-
educational support that they need?  
2. Are you actively involved in giving psycho-educational support needs to the learners?  
3. What challenges do the teachers at your school come across on daily basis?  
4. What channels do the teachers use to address their challenges with you?  
5. What kind of support do you give to the teachers who work with learners who have rare genetic 
disorders?  
6. Do you have feedback meetings with the teachers, with regards to their progress and challenges in 
working with learners who have rare genetic disorders?  
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3.7 DATA PROCESSING AND ANALYSIS  
The data analysis process for this study involved preparing and organising the data by 
creating interview transcripts and preparing all the medical reports relating to Gezani’s 
genetic condition. The method used to analyse data for this study was thematic content 
analysis. Thematic content analysis is a process of identifying themes from qualitative data 
(Maguire & Delahunt, 2017). The goal of thematic content analysis is to identify important 
patterns that address the research inquiry. In analysing data for this study, a Braun and Clarke 
(2006) framework for conducting thematic content analysis was adopted. Table 3.2 shows the 
six steps that were followed in analysing the data.  
Table 2.2. Braun & Clarke’s (2006) six-phase frame for doing thematic analysis  
Step 1: Become familiar with the data  
Step 2: Generate initial codes  
Step 3: Search for themes  
Step 4: Review themes  
Step 5: Define themes  
Step 6: write up  
 
3.7.1 Step 1: Becoming familiar with the data  
I started by organising the collected data, into two sections, the interviews and the 
documents. I then organised the documents into three sections, first, all the medical reports, 
second, the emails and last, the copy of a school report. In the first step, I had to read all the 
medical reports and become familiar with the content in each report. Similarly, I also read the 
interview transcripts to be familiar with what each participant had to say. While reading the 
medical reports and the interview transcripts, I had to write notes. The notes that I made were 
related to the research question.  
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3.7.2 Step 2: Generating initial codes  
In this second phase of data analysis, I started to organise the data meaningfully and 
systematically. I had to summarise the content into small meaningful chunks of data. Data 
that answered the research question was written in codes. The codes that were developed for 
this study were related to the psycho-educational support needs for an adolescent diagnosed 
with BBS.  
3.7.3 Step 3: Search for themes  
At this stage, I studied the different codes that were developed in step two. I then grouped 
codes that were similar into themes. I had codes that were about emotional support for both 
Gezani and his parents, and I grouped all these into a theme I called emotional support. I also 
developed three more themes, namely medical support, visual support and physical support. 
At the end of this step, I had four themes, which are all answering the research question. 
(Refer to Appendix G for an example of this phase.)  
3.7.4 Step 4: Review themes  
In step 4, I had to revisit the themes that I developed to check if they really made sense in 
answering the research question. It was at this step when I realised that the 4 themes that I 
developed in step 4 did not fully address all the psycho-educational support needs for Gezani. 
Looking at the characteristics of BBS, I realised that I had left out support for his cognitive 
and speech disabilities. I then developed two more themes, namely cognitive and intellectual 
support and speech support. I also gathered data that was relevant to each of the six themes. 
The data was raw data from the interviews and from the medical reports. At this stage, I also 
gathered literature that supported the identified themes. I then colour coded the data that was 
associated with each theme.  
3.7.5 Step 5: Define themes  
I read all the themes along with their supporting data to bring to light the essence of each 
theme (Braun & Clarke, 2006). This phase was an ongoing process, where I had to define and 
redefine these themes. I also had to check how all the themes related to each other. All the 
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themes from this study were interrelated, as they were all addressing the psycho-educational 
support needs of an adolescent diagnosed with BBS. At the end of this step, each theme was 
then given a title and then assigned a name for final analysis.  
3.7.6 Step 6: Writing up  
In this final stage of data analysis, I wrote the results in Chapter 4 of this study, with all the 
supporting raw data and with the supporting literature. In completing this phase, I had to use 
vivid extracts from the collected data in consultation with my supervisor. These selected 
extracts allowed me to link them to the research question as well as the literature (Braun & 
Clarke, 2006).  
As a student conducting qualitative research, I found this method of data analysis user-
friendly, accessible. Thematic data analysis allowed me to provide a thick and rich 
description of the data (Vaisamoradi, Turunen, & Bondas, 2013). By employing this method 
of data analysis, I was able to generate the research findings based on the themes that 
emerged from the raw data without any objective restraints, and thus allowing the generation 
of unanticipated insights (Braun & Clarke, 2006).  
3.8 MEASURES TO ENSURE TRUSTWORTHINESS 
In ensuring this research study was rigorous, five strategies were employed to establish 
trustworthiness. These are credibility, transferability, dependability, confirmability and 
authenticity (Lincoln & Guba, 1985). 
Credibility 
Credibility is the truth in the data presented by the researcher. The data presented by the 
researcher should be a true reflection of the participants’ views and interpretations. In 
qualitative research, this is demonstrated through engagement, methods of observation as 
well as audit trails.  
Dependability 
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Dependability of the study is the consistency of the research results, in case the study would 
be replicated in a similar context (Polit & Beck, 2018). This can be best achieved if another 
researcher agrees with the decision trails in each phase on the research process. In so doing, 
the study is more likely to have comparable results. In this study, one should consider 
applying the research results only in a similar case; on an adolescent diagnosed with Bardet-
Biedl syndrome. The data will not be dependable if applied in a different context.  
Confirmability  
Confirmability is the researcher’s ability to demonstrate that the data is without the 
researcher’s viewpoints or biases and that it clearly represents the participants’ responses 
(Polit & Beck, 2012). To ensure confirmability for this study, I had to safeguard my personal 
biases. I had to regularly reflect and go for supervision to debrief with my supervisor. 
Another advantage of this study is that I used medical reports, which reduced any chance of 
personal biases because the various medical professionals wrote the medical reports 
independently. 
Transferability 
Transferability is the applicability of the research findings to another context (Denzin & 
Lincoln, 2011). The research results of a case study cannot be generalised. Regarding this 
case study, the research findings can only be applicable to a study that seeks to find out about 
the psycho-educational support needs of an adolescent diagnosed with Bardet-Biedl 
syndrome. This can also be verified when the people who are not involved in the study, as 
well as readers, can associate the results with their own experiences (Mertens, 2010). 
Regarding this study, teachers and parents of adolescents diagnosed with BBS can relate to 
the research findings. For transferability to be possible, the researcher should make available 
the information on participants and the research context, which will allow the reader to assess 
the research findings.  
Authenticity  
Authenticity refers to the researcher’s ability to express the emotions and feelings of the 
research participants in a faithful manner (Polit & Beck, 2018), which will enable the readers 
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to grasp the essence of the experiences through the participants’ quotes. I aimed at achieving 
authenticity for this study by carefully noting and interpreting the responses that were given 
by the participants during the semi-structured interviews. I also reflected on how my 
worldviews and biases might have influenced the outcomes of this study. Regular 
consultation with my research supervisor helped in addressing any biases, thereby ensuring 
authenticity. 
3.9 ETHICAL CONSIDERATIONS  
This case study involved a high-level of self-disclosure from the participants, which required 
careful planning and consideration by the researcher. Ethical guidelines and policies were 
complied with to safeguard the rights, dignity and the well-being of all the participants. In 
ensuring these values, all participants in this study were asked to sign an informed consent, 
and Gezani was asked to sign an assent since he is a minor. A pseudonym was used when 
reporting the findings to protect the identity of the participant about who the study is. 
Informed consent forms should clearly explain to the participants the purpose of the study, 
confidentiality and the process of the study (Cronin, 2014).  
In addition to safeguarding the well-being of the participants, a study should be beneficial to 
the participants as well as to other individuals with similar life experiences (Creswell, 2009). 
This study on psycho-educational support needs of an adolescent diagnosed with Bardet-
Biedl syndrome is beneficial to Gezani, as it could lead to him receiving appropriate psycho-
educational support both at school and at home. Similarly, this study could be beneficial to 
other adolescents diagnosed with Bardet-Biedl syndrome, who could receive appropriate 
psycho-educational support because of this study.  
This study received ethics clearance from the Faculty of Education Research Ethics 
committee, at the University of Johannesburg (see Appendix A). The study also received 
approval from the Department of Education, since the study was conducted at a government 
school (see Appendix A). In writing the research findings, the sources and literature 
consulted throughout the study were acknowledged. Following the ethical guidelines and 
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policies, brought about data that was triangulated and used to form a thick description of the 
study.  
3.10 CHAPTER SUMMARY  
This chapter detailed the research paradigm, the research design and methodology that were 
used in conducting this case study. Case selection was discussed in full details in this chapter. 
Also included in this chapter is how data was gathered, and how it was analysed within a 
qualitative, interpretive approach. Measures of trustworthiness were discussed in detail, and 
the ethical considerations for this study were explained. The findings of the study will be 
discussed in the next chapter.  
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CHAPTER 4 
DATA PRESENTATION, ANALYSIS, AND INTERPRETATION OF 
THE FINDINGS 
4.1 INTRODUCTION  
As described in Chapter one, this case study aims to provide an in-depth understanding of the 
psycho-educational support needs of an adolescent diagnosed with Bardet-Biedl syndrome. In 
chapter three, a detailed discussion of the research methodology and design followed was 
given. This chapter presents the themes and findings of the study. The themes that emerged 
are supported by direct quotes made by the research participants during the interviews as well 
through reports given by different healthcare professionals. All the findings of the study were 
related to the current literature, further supporting the findings. Finally, the findings were 
related to the conceptual framework presented in the literature review chapter. 
4.2 PRESENTATION AND OVERVIEW OF FINDINGS  
Within this section, the main themes that emerged from the thematic content analysis 
(Creswell, 2009) of the data are outlined in Figure 4.1. The six themes are interlinked and 
influence one another, which makes the ice-cream cone model applicable when discussing 
the case, as this model lends itself to best highlighting this interrelatedness. These six themes 
are discussed in detail in this chapter.  
Throughout the chapter, findings in each theme have supporting evidence from the interviews 
and medical reports. When referencing to the data, abbreviations will be used to indicate the 
data source and location in the documents. Table 4.1 provides a key for codes used when data 
is being explained during the discussion. The numbers following the abbreviated letters 
indicate line location in the transcription.  
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Figure 4.1: Themes that emerged from the findings  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Theme 1: Cognitive and Intellectual Support 
Theme 2: Visual support 
Theme 3: Emotional Support  
Theme 4: Medical support 
Theme 5: Physical support 
Theme 6: Speech support 
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Table 3.1. Abbreviations used in data presentation 
Abbreviation  Document  APPENDIX NUMBER  
DI   Transcribed interview with District official  Appendix: B 
PI   Transcribed interview with the school Principal  Appendix: B 
TI  Transcribed interview with the teacher  Appendix: B 
GI   Transcribed interview with Geneticist  Appendix: B 
OR  Optometrist report  Appendix: D1 
GR  Geneticist report  Appendix: D3 
PR  Physiotherapist report    Appendix: D4 
CPR  Clinical Psychologist report  Appendix: D5 
OTR  Occupational Therapist report  Appendix: D6 
OPTR  Ophthalmologist report  Appendix: D2 
SR  School report  Appendix: F  
EM  Emails  Appendix: E 
 
To understand Gezani’s psycho-educational support needs and the data discussed throughout 
the themes, it is necessary to have further insight into Gezani’s history. Figure 4.2 presents 
Gezani’s case history.  
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Figure 4.2: Developmental history of Gezani presented as an ice cream cone  
 
4.3 THEME 1: COGNITIVE AND INTELLECTUAL SUPPORT  
Gezani has always presented with a cognitive impairment, from his first grade. “He started 
Grade 1 this year but is struggling” (OTR). The cognitive impairment that Gezani presented 
with was also confirmed by the psychological assessments that he did in 2006 when he was in 
Grade 1. “CPM results revealed that Gezani functions within borderline range of intellectual 
 
 Successfully placed at the school for learners with visual impairment in Grade 7, 
after he was successfully diagnosed with Bardet-Biedl syndrome in Grade 6  
 Referred for visual assessment when he was in Grade 6 at the age of 14  
 
Adolescence  
 
 Delayed speech development.  
 Started gaining weight at age of three, after recovering from illness. 
 Started walking at the age of 1 year 5 months. 
 Become ill at the age of 1 and lost weight.  
 
 
 Retained in Grade 4 at the age of 11. 
 Retained in Grade 1 when he was 7 years old. 
 Learning difficulties, referred for psychological assessment and school 
placement at the age of 6. 
 Started school in grade one at the age of six  
 
 
 Born with Polydactyly and brachydactyly. 
 Normal weight at birth. 
 Born full term by normal vaginal delivery, without complications. 
 
Childhood 
New Born and infancy 
Prenatal and birth 
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functioning” (CPR). Subsequently, he did another assessment in 2014 when he was in Grade 
6. “A recent IQ assessment graded him as mildly intellectually impaired” (GR). 
“The primary disability is cognitive is a cognitive one IQ between 70 and 8” (PR). 
His mother also reported that “Gezani is experiencing difficulties at school” (PR). The 
learning challenges that Gezani presented with the first grade were evidence of his cognitive 
delays. His learning challenges might be related to his delayed developmental milestones, as 
he had challenges expressing himself verbally due to his delayed speech development. Grade 
1 assessments are both in writing and oral. Gezani did not do well in oral assessments since 
he had difficulties with both receptive and expressive language. Furthermore, his mother 
reported “that he cannot speak properly” and also that she thinks Gezani “has hearing 
problems” (PR). Similarly, Gezani “started walking at one year six months” (PR). 
Gezani attended crèche in the township before he started Grade1; however, the pre-schooling 
that he was exposed to did not have any positive influence when he started school in Grade 1. 
“His mother reported that he used to attend crèche, teachers were also complaining in 
relation to his school performance” (CPR). Children who attend crèche are more likely to 
adjust better in school and less likely to have learning challenges (Goodman & Sianesi, 
2005). Despite that Gezani attended crèche, he still presented with learning challenges when 
he started Grade 1. His foundation phase teachers were concerned about his academic 
performance. 
Gezani has always been a passive learner in class, where he did not take part in classroom 
discussions and in asking questions. I also witnessed his passive learning in 2014 when he 
was doing Grade 6. I was his class teacher at the time, teaching both English and Social 
Sciences. During English lessons, Gezani had challenges with reading and writing, and when 
I read for him, he barely understood what I was reading. The language barrier could have 
been another factor for his low academic performance across all the learning areas. 
Gezani has been retained in both foundation and intermediate phase due to his poor academic 
performance. “The patient is currently in Grade 6 and was kept back 2 years in the 
intermediate phase”. He has been placed in a remedial class at the school for the visually 
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impaired and he is in a skills class. “Right now, we have started with the skills in that unit, but 
I’m not quite sure if Gezani is doing beading or what. But they are busy with the skills. 
Maybe when time goes on I can tell you. Yah, because right now they are. Just they are… 
they teach them the skills general so that they can be able to identify who is good in what” 
(TI). 
With both the delayed developmental milestones and learning difficulties, it was evident that 
Gezani needed to be at a school that will meet his special educational needs. He barely coped 
at a mainstream school since Grade 1, and his academic performance worsened the longer he 
remained in the mainstream school.  
Gezani’s Grade 6 mid-year report indicates that Gezani was struggling to cope with the 
mainstream curriculum (see Appendix F for his school report). He received an average of 
23% in the first term and an average of 21% in the second term. He received level one for 
home language in both terms. He only passed one subject in the second term, which is life 
skills. There is, however, a discrepancy with his Natural Sciences and Technology marks. He 
got 51% in the first term and only 29% in the second term.  
The fact that he failed on both his home language and his first additional language, English, 
which is the language of learning and teaching at the school, indicates that he would not cope 
with most learning areas (Department of Education, 2012). Language is crucial when it 
comes to learning; a learner must be able to comprehend the language that the teacher is 
using in class. In Gezani’s case, it shows that even if the teacher code switched during 
lessons, he still would not understand since he is battling with his home language.  
Moreover, according to policy, a learner needs to pass his/her home language to pass in a 
term or academic year. Meaning that even if a learner can pass all the learning areas and fail 
the home language, he would have failed that academic year. Language is one of the main 
subjects in which a learner needs to do well.  
“This learner will not cope with a normal curriculum…” (PR). 
Gezani is placed in a remedial class at the school for the visually impaired due to his 
academic challenges. The class is small with few learners, which allows the teacher to give 
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each learner one-on-one support and to monitor their progress more effectively. Gezani 
seems to be benefiting from this class, as compared to his previous classes at the mainstream 
school. The ration at his previous mainstream school was one teacher to 50 learners. These 
larger classes disadvantaged Gezani, as the teachers were unable to give him enough attention 
and monitor his progress.  
Children with BBS should be placed in LSEN schools so that their cognitive impairment can 
be addressed through early intervention and special education. Early intervention regarding 
learning is far more effective that late intervention. The special education given to learners 
with BBS should be informed by psychological assessment results because children have 
different learning difficulties and, therefore, have different psycho-educational support needs. 
With appropriate educational support, children with BBS can grow into adulthood having 
attained independent living skills (Forsythe & Beales, 2015). 
Despite that his referral and placement at the school for the visually impaired was delayed for 
so many years, Gezani is showing improvement, even though it is quite steady. Thus, had he 
been at an appropriate school when he started school, his learning difficulties would have 
been addressed.  
4.4 THEME 2: VISUAL SUPPORT  
Visual impairment is one of the major features of Bardet-Biedl syndrome, and visual support 
is crucial in meeting Gezani’s psycho-educational support needs. Bardet-Biedl syndrome 
patients often have retinitis pigmentosa, which is a disorder of the retina. Gezani has been 
diagnosed with both retinitis pigmentosa and bilateral nystagmus, low vision and night 
blindness. “Ophthalmology assessment (University of Johannesburg, Optometry 
Department): Bilateral nystagmus, significant refractive error bilaterally” (GR). 
Visual support for learners with visual impairment must be tailored to meet the needs of 
individual learners, as the visual challenges differ from one learner to another. The visual 
support should focus on the following areas: physical adjustment, curriculum adjustment, 
pedagogical practices and community support.  
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The ophthalmologist also reported that Gezani can only see things that are closer to him at a 
length of one metre. “Mohindra retinoscopy findings / patient's refractive error:  
RE: −5.00/ −1.00 × 150  VA: only slight improvement at 1 m 
LE: −11.00 DS   VA: only slight improvement at 1 m” 
(OPR).  
The low vision is affecting Gezani’s reading and writing in class. He has challenges in 
seeing the written text and writing in his books. He often holds a book upside down 
without even realizing that the text is upside down.  
“Visual information gathered included that Gezani struggles to see in class, turns book 
upside down and writes upside down” (OTR). I also witnessed Gezani having visual 
challenges in the classroom when he was doing Grade 6. I was his class teacher at the time. 
Gezani would hold the book extremely close to his eyes when he was reading and would lean 
close to the book when he was writing, which was evident that he had poor vision. He would 
blink a lot, and his eyes would move in different directions rapidly. 
Seating arrangements for visually impaired learners should be done according to visual 
abilities and needs of each learner (Habulezi & Phasha, 2012). Some learners are far-sighted, 
and some are short-sighted. Short-sighted learners usually sit in the front row, and far-sighted 
learners sit in the back row of the class. Since Gezani is short-sighted, he should always sit in 
the front row to have a better view of what is written on the board. Similarly, Gezani should 
be given mobility orientation so that he can access the school environment with ease. Since 
Gezani’s vision is deteriorating and that he is cognitively impaired, the mobility orientation 
should be done regularly. Mobility orientation can be done at the beginning of each school 
term or academic year, depending on how long it takes for him to master the school 
environment.  
His vision will deteriorate with time, resulting in permanent and complete blindness by late 
adolescence or early adulthood. The anticipated blindness in early adulthood requires Gezani 
to be trained in Braille and other skills that he will need. It was evident from the medical 
reports that Gezani will need visual support. 
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“I would recommend that whichever institution admitting this learner liaise with a school for 
the visually handicapped to assist them with the visual challenges” (PR). 
“Care for these individuals centres around appropriate schooling in an environment which 
caters for the visually impaired, weight management, and a surveillance for renal disease” 
(GR)  
Unlike other BBS patients who use prescription lenses to correct their vision, Gezani’s vision 
could not be corrected by glasses. During the visual assessment, the ophthalmologist tried 
different lenses on Gezani, but none of the lenses seemed to make any difference; some of the 
lenses worsened his vision. Gezani did not react positively to the lenses; hence, glasses were 
not recommended. 
“Patient reported no difference with prescription lenses and when walking around, was 
noticeably uncomfortable. Therefore, glasses were not recommended” (OR).  
Gezani needs annual visual assessment to monitor his vision, which will assist in giving him 
the right support at various stages of his visual loss. Regarding learning, Gezani should be 
taught skills that will help him both at school and at home as his vision deteriorates. Being 
taught to read and type in braille will be the optimal visual support for Gezani, as he will 
eventually be completely blind by early adulthood. 
Annual visual assessment in view of the vision loss- School should take place in a remedial 
school for the blind (GI).  
Braille is an effective tool for teaching literacy skills to visually impaired learners, and it 
serves as a lifelong skill (Johnstone, Altman, Timmons, Thurlow, & Laitusis, 2009). 
Considering his age and cognitive impairment, it is going to be difficult for Gezani to learn 
Braille at this stage. Gezani was in a mainstream school for a long time before he started at 
the school for the visually impaired. He was never exposed to Braille and has only been 
introduced to it now that he is at the school for the visually impaired. It would have been 
better if he received training in Braille at an early stage; therefore, Gezani will require much 
support for him to learn and to use Braille more effectively.  
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Rainy weather conditions affect Gezani’s vision, which also results in him being unable to 
access his surrounding:  
“Yeah, it’s a matter of mobility. When the weather has changed they sometimes get lost, 
yeah” (TI).  
Gezani needs visual support when it comes to reading and writing. His books must be in large 
print. He should be given books with large thick lines and books with big boxes, for a clear 
view and for him to write neatly and legibly on the page. 
“… but we made sure that we … we have a a book neh with big lines. So, we made it a point 
that we give that book so that we can be able to see if ever the problem is the eye or maybe 
the cognitive only to find that when he writes on that page he was able to write straight” (TI).  
“And then for mathematics we made the squares the squares. The square whereby when he 
writes the numbers he has to put numbers in each and every block until he comes better when 
it comes to writing” (TI).  
“Enlarged print, he enjoys working with colours, Braille. He is not colour blind. In Gezani’s 
case, he has night blindness. We need the enlarged print for him” (TI).  
Assistive learning technology devices can be the most effective visual support for Gezani. 
Such devices can address his reading and writing difficulties. Similarly, Gezani has been 
reported to enjoy using WhatsApp to text close friends, family and his teacher. Even though 
he does not say much in his text due to his language barrier, he does have simple and short 
conversations. I have also received a WhatsApp text from him; however, he was using emojis 
more than he used words. His teacher also indicated that she believes that he can benefit from 
using assistive technology devices. 
“Because I thought Gezani can be able to write maybe words, simple words and numbers to 
add numbers and whatever. But I was so surprised that Gezani was communicating with me 
using the WhatsApp” (TI).  
His teacher also believes that he can do well in information technology (IT) and should be 
enrolled at a technical school since he cannot cope with the mainstream curriculum.  
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“I think in terms of IT we can channel him to the It … You know why I’m saying this because 
academically he can’t cope like to go to the main stream and do the levels according to the 
mainstreams but maybe he can also do better when it comes to computers and all those things 
maybe when time goes on. It’s what I discovered now, but I never took him to check if maybe 
computer he can… you see but through the WhatsApp because he was able to say “hello and 
then I say hello, how are you I say I’m good and how are you? Then he say Fine. That is why 
I’m saying I’m not sure if there was anybody who was assisting him, but I am sure he has a 
phone” (TI).  
Assistive technology is a range of tools used to help learners accomplish tasks that they 
would otherwise be unable to do or would have difficulty in accomplishing effectively. These 
devices help learners with reading and writing.  
 “This learner will not cope with a normal curriculum and teaching, the learner to use 
equipment to enhance his vision might be a challenge. (OTR)  
Retinitis pigmentosa is a group of hereditary disorders that affect the retina of an eye, which 
eventually results in complete blindness. It affects how the retina responds to light, causing 
blurred vision. Retinitis pigmentosa in Gezani’s case is caused by BBS characterised by low 
vision and night blindness. The symptoms of retinitis pigmentosa usually surface during 
adolescence or young adulthood. In Gezani’s case, the symptoms were noticed in childhood 
when he started school. The severity of the condition differs from one person to another, and 
it cannot be treated. Some people can manage this condition by using glasses. In Gezani’s 
case, the condition is severe, and glasses do not help. 
Nystagmus is the involuntary back and forth movement of the eyes (Abadi, 2002). Usually, 
the rapid eye movement is side to side, but it can also be up and down or circular, as it is the 
case with Gezani. The rapid movement happens in both eyes, at either a slow or a faster rate. 
The symptoms of this condition include dizziness, difficulty seeing in the dark, holding the 
head in a tilted position and sensitivity to light.  
With appropriate visual support, Gezani could be able to learn to his full potential and take 
part in various school activities. Gezani has shown some improvement since he started at the 
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school for the visually impaired. Teachers are doing their best to support him with writing, 
reading and painting (see Appendix C for his paintings). With his limited vision and 
difficulties with fine motor skills, Gezani was able to colour in the drawings, which shows 
that with the appropriate support, he can learn to his full potential.  
4.5 THEME 3: EMOTIONAL SUPPORT   
Gezani is an introverted boy; he does not have many friends. He seldom plays with other 
learners at school, especially learners who are not his close friends. He spends time mostly by 
himself when he is at school. The multiple disabilities associated with BBS are the main 
source of emotional challenges with which Gezani presents; therefore, effective emotional 
support for Gezani should be the one that considers his disabilities. The support should seek 
to address the emotional challenges associated with visual impairment, cognitive impairment 
as well as obesity.  
Moreover, the stigma surrounding disabilities is not only present in the society where Gezani 
lives. Majority of learners in Gezani's school isolate themselves from learners in remedial 
classes, such as Gezani's class. Being isolated from most learners at school can bring 
emotional distress to a learner. The learner might feel like an outcast and that he does not 
belong in the school, which can really be hard on Gezani since he was always isolated at the 
mainstream school and is still being isolated at the school for the visually impaired. For him, 
it might feel that he does not fit into any school.  
There is a group of learners at Gezani’s school who are called soul buddies. These learners 
are responsible for making friends with learners who might be isolated, new at the school or 
having challenges in making new friends. They spend time with other learners during breaks; 
they also orientate other learners about the school. Similarly, those who are partially blind 
can help those who are completely blind around the school. These “soul buddies”, however, 
are not really trained and skilled in helping each other with emotional challenges. It would be 
highly beneficial for Gezani and the school if the “soul buddies” can be trained on how to 
assist other learners with emotional challenges.  
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Learners might feel more comfortable talking about the emotional challenges to their peers 
than talking to their teachers; however, learners are different, and some could feel 
comfortable talking to an adult rather than to their peers. Regarding Gezani as an introvert, 
and considering the challenges with his speech, he would be more comfortable talking about 
his emotional challenges to a close friend. He is more likely to benefit from talking and 
playing with his peers than he would from counselling with the school counsellor.  
“Not everyone, he had his soul buddies, but ah. You know sometimes it’s difficult for learners 
in that class. You know why? Because they are isolated from the mainstream. So, those who 
are in the mainstream they don’t usually associate themselves with those ones” (TI).  
 “But he just seated, he just seated and until I said “Gezani, its break time and then he said 
ok mam and then he went out” (TI).  
Learners with visual impairment usually have emotional challenges that are related to 
weather changes. Dark clouds affect their vision, where they cannot see clearly. When this 
happens, these learners tend to think that they are losing their vision; they hardly 
communicate how they feel to their friends and their teachers. They usually go through such 
emotions on their own. They become confused and tend to believe that other people would 
not fully understand what they are going through. The principal at the school for the visually 
impaired noted that the weather affects the mood of the visually impaired learners.  
“They feel like they are losing their sight and it affects their behaviour in a way” (PI). 
Emotional challenges for visually impaired learners are because of various social factors. 
These factors include reading difficulties, “sight loss journey”, social withdrawal and 
isolation and accessing their environment (Habulezi & Phasha, 2012). The support needed for 
the visually impaired should consider these factors. Similarly, any visual support should 
consider that visual impairment is a transitional process, which is the various stages of visual 
loss and relevant support in each stage.  
More, Gezani’s emotional challenges might also stem from how he relates to other adolescent 
boys in his neighbourhood. His lack of relationship with his peers is more likely to make him 
feel alienated. He is now at a stage where he should be having social relationships with others 
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and developing his identity. According to Erikson (1963), this is a stage where children are 
becoming more independent and where they transition from childhood to adulthood. In 
Gezani’s case, this is a critical and challenging stage due to being isolated from his peers. It is 
difficult for him to form relationships with others and he is battling with the transition from 
childhood to adulthood. He is not independent, which can be attributed to the various 
disabilities that he has as well as his cognitive impairment.  
4.6 THEME 4: MEDICAL SUPPORT  
Bardet-Biedl syndrome requires regular medical check-ups to manage it since it cannot be 
cured. It is evident from the geneticist report and from the interview with the geneticist that 
Gezani will need regular medical support. Gezani will need medical support because he 
presents with most of the characteristics of BBS. Amongst the many symptoms that Gezani 
presents with is obesity, problems with hearing and visual impairment. Despite the lack of 
medical reports for his renal assessment, renal dysfunction can occur at any time for people 
with BBS. It is crucial that he go for an annual renal assessment. 
“We recommend the following:  
 Annual renal ultrasound and renal function tests- affected individuals are at risk of 
cystic renal disease and renal dysfunction (<82%)  
 Annual cholesterol and glucose tests as well as blood pressure measurement in view 
of the obesity associated with the condition.  
 Annual hearing test- 50% risk for hearing loss (GI)  
Annual renal assessment is the most important medical assessment for BBS patients. Renal 
dysfunction is the main cause of death in BBS patients. Thus, renal functioning needs to be 
closely monitored where patients are highly advised to undergo annual renal assessment. The 
purpose of these annual assessments is to detect renal diseases at an early stage so that 
patients can start immediately with treatment. The treatment is meant to combat secondary 
diseases linked to renal dysfunction, which can be life-threatening. 
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Many people diagnosed with BBS have kidney abnormalities at about 82% and are at risk of 
developing renal dysfunction. Hence, the geneticist recommended that Gezani goes for an 
annual renal ultrasound and renal function tests. These tests are crucial for early intervention 
should renal dysfunction be detected. Early detection and early intervention will reduce the 
risk of renal failure, which is the major cause of mortality and morbidity in BBS patients. 
Should Gezani be diagnosed with renal dysfunction, the following measures could be taken to 
help him manage his kidney functioning such as medical procedure, self-care, medication and 
surgery.  
Medical procedure  
The medical procedure in managing the renal disease is through dialysis. There are two main 
types of dialysis; the most common one is the haemodialysis. Haemodialysis is a medical 
procedure where a machine is used to remove waste and excess fluids from the blood. In this 
procedure, a tube is attached to a needle in one’s arm. The blood then passes through the tube 
and is cleaned in the machine, and then passed back into the body through another tube. This 
type of dialysis is usually done about three days a week, with each session lasting about four 
hours (Parakh, & Nairy, 2016). 
Peritoneal dialysis is a type of dialysis where the lining of the abdomen and a cleaning 
solution called dialysate are used to clean the blood. The cleaning solution absorbs waste 
from the body and then uses the lining of the abdomen as the filter. This process requires a 
minor surgery, where a flexible tube is placed in the abdomen, and the end of the tube sticks 
out of the abdomen. The part that sticks out is used to get the cleaning solution into the 
abdomen lining and in draining out the waste. This type of dialysis is done daily, either 
during the day or at night. The number of times in which one can perform the dialysis differs 
from one patient to another (Parakh, & Nairy, 2016).  
This type of dialysis does not require one to be at a dialysis centre; it can be done at any dry 
and clean place. This form of dialysis could allow Gezani to attend school regularly. In 
Gezani’s case, he might need supervision or assistance in doing the peritoneal dialysis due to 
his cognitive impairment. Emptying the waste solution will require fine motor skills, which 
Gezani will have a challenge with due to his short and broad fingers. Moreover, he will have 
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challenges seeing the end of the tube and when filling in the cleaning solution due to his 
visual impairment.  
Self-care   
Self-care in the management of renal dysfunction concerns the recommended diet. A low 
protein diet is highly recommended for people with renal dysfunction. The low protein diet 
was the only way of managing renal dysfunction long before kidney dialysis was developed. 
A low protein diet provides the body with an adequate amount of amino acids and energy and 
helps in alleviating the symptoms associated with renal dysfunction (Welbourn, Hopkins, 
Dixon, Finer, Hughes, Viner, & Wass, 2018). Highly recommended for people with renal 
dysfunction is a vegetable diet. In Gezani’s case, the low protein and vegetable diet will help 
maintain his renal functioning, as well as help him with weight loss.  
Medication  
Medication is also prescribed for people with renal dysfunction to minimise the health risks 
associated with renal dysfunction (Rajendrakumar & Dhananjaya, 2016). Most of the 
prescribed medication contains artificial hormones that are normally produced by healthy 
kidneys, and they help in doing functions that are normally done by healthy kidneys. 
Medications that are mostly prescribed for patients with renal diseases are anti-hypertensives, 
diuretics, erythropoietin and iron supplements.  
Surgery  
Surgery is the last resort in the management of renal diseases. Abnormal kidneys can be 
surgically replaced with normal functioning kidneys from a donor. This process can be 
expensive and time-consuming as one might need to wait for a donor with compatible 
kidneys. There is a high success rate of kidney transplants; however, how the kidneys last 
vary from one individual to another. Some might last a lifetime, while others might need to 
be replaced at a later stage. Kidney transplants give people a sense of freedom from 
undergoing regular kidney dialysis (Azarai, Cideciyen, Schwartz, Windsor, Summaroka, 
Cheung & Jacobson, 2006). 
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4.7 THEME 5: PHYSICAL SUPPORT  
Gezani has polydactyly in his four limbs, which affects his motor skills and balance. These 
physical disabilities combined with his visual impairment impacts negatively on his mobility. 
He had to be accompanied to school when he was still in the mainstream school. He was 
accompanied by either his mother or his uncle. They held his hand to ensure that he did not 
bump into other people as he has limited vision; therefore, he needs physical support 
regarding his mobility both at school and at home.  
He also did not feel comfortable in his school shoes and would at times complain about pain 
in his feet, which might be because of the structure of his feet and the shape of the school 
shoes. However, he was more comfortable whenever he was wearing sneakers on civvies day 
because sneakers are more flexible compared to school shoes. Being allowed to wear 
sneakers at school would ease the pain that he experiences when he is wearing school shows, 
and it would help with mobility. 
The most common intervention for polydactyly is the surgical removal of the extra limbs on 
the hands and the feet. The extra limbs on the feet could lead to poorly fitting shoes, which 
will also have a negative effect on one’s mobility. The removal of the extra limbs, however, 
does not necessarily solve the problem of poorly fitting shoes for all children. Children might 
still experience much discomfort when wearing shoes, as is the case with Gezani. The 
majority of children have their extra limbs removed within two years after birth (Welbourn et 
al., 2018). 
Similarly, obesity has an enormous impact on his fundamental movement skills. Being 
overweight affects his mobility and other daily activities, as he easily gets tired. Gezani is 
obese and weighed 78,1 kg when he was 14 years old. The normal weight for 14-year old 
boys ranges between 47,6 to 50,8 kg (Forsythe & Beales, 2013). Gezani was almost double 
the average weight for his age. Being obese had a negative impact on his daily activities and 
movements. He was unable to take part in sports at his previous mainstream school. 
Similarly, he is not interested in taking part in sports at the school for the visually impaired.  
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 “Brachydactyly was noted, as well as scars from the removal of postaxial additional digits” 
(GR). 
“The developmental delay is global; i.e. it involves gross motor and fine motor…” (GI). 
 “His developmental milestones delayed, for example, he started walking at 1 year six 
months” (OTR). 
“This learner is obese but has no physical disabilities” (PR). 
 “On assessment, he has poor motor co-ordination, execution and balance all movements are 
clumsy and slowed” (OTR). 
“He is unable to balance on one leg, hop, and skipper jump (OTR). 
 “It is like when you see him being obese, that will inform nutrition” (DI).  
Regarding mobility, the excess fat places strain on the bones and other internal organs, which 
could lead to challenges with mobility and other fundamental movements. Obesity can be 
treated or managed through lifestyle changes, prescribed medication, and weight loss surgery. 
In Gezani’s case, the obesity is in keeping with the BBS diagnoses, the obesity cannot be 
treated, but it can be managed through lifestyle changes. Lifestyle changes include regular 
physical exercises and eating the right food. It is highly recommended that people diagnosed 
with BBS follow a strict diet prescribed by a dietician. Following a prescribed diet will help 
Gezani not to gain more weight, and with regular physical exercises, he might lose some 
weight. In the school context, Gezani can be motivated to take part in different sporting 
activities, and at home, he can be encouraged in taking regular walks. 
4.8 THEME 6: SPEECH SUPPORT  
Communication is one’s ability to produce, comprehend and share messages with others. 
Gezani has challenges with communication, as he battles with comprehending messages he 
receives from others. Similarly, he has challenges in expressing himself verbally, which 
impacts negatively on his learning as he has challenges in understanding what is being taught. 
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Both Gezani’s parents are Xitsonga speaking and communicate with Gezani in isiZulu, but 
when they are communicating with each other, they do so in Xitsonga leading to Gezani not 
being able to speak Xitsonga. The reason they communicate with him in isiZulu is that they 
live in a community that is predominately isiZulu speaking. Similarly, Gezani went to an 
isiZulu kindergarten and is doing isiZulu as his home language at school, which has always 
been a challenge when they had to help him with language homework activities. That is, even 
though his parents can speak isiZulu, they are not proficient when it comes to reading and 
writing in isiZulu.  
“A language barrier seems to contribute to the communication problem as Zulu and English 
are not his parents’ home language” (OR). 
More, Gezani’s communication challenges become worsened when he had to learn English as 
an additional language at school because he first had to master his home language before he 
can learn a second language. The only language that Gezani understand is isiZulu, which he 
has not fully mastered. IsiZulu, however, can be regarded as his main language, since it is the 
only language that he is exposed to the most and the only language with which he 
communicates. A person’s home language is not necessarily their dominant one. Rather, it is 
the language that they use the most that become their dominant one. 
One’s home language is crucial in learning a second language. It is much easier for children 
to learn a second language after mastering their home language. The home language is the 
basis for a child to learn a second language. That is, a child can refer to his home language 
when learning a new concept in the second language.  
Moreover, although he has hearing difficulties, which is in keeping with the BBS diagnoses, 
he will not become deaf. It is imperative to keep his primary language intact and emphasised, 
as it will be his main language of communication in the future. A speech therapist is highly 
recommended to address his communication challenges. Teachers, however, can do many 
things in the classroom during teaching and learning. Teachers can use the following 
strategies to help him with his communication challenges, such as using prompts, using 
pictures, role plays, cooperative learning and the use of gestures.  
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 “The developmental delay is global; i.e. it involves gross motor, fine motor and speech 
development” (GI). 
During their consultation with a clinical psychologist, his mother also reported that he could 
speak properly. When I first met Gezani, I also thought that he was unable to speak. He takes 
time to respond when spoken to and his voice is not clear. When having a conversation with 
him, he is more likely to use one-word answers. It is challenging to hold long conversations 
with him. Most teachers at his previous mainstream school used to raise concerns about his 
communication challenges, and this was also a barrier whenever there was something he 
needed to tell a teacher. Like whenever he was being bullied, it was always a challenge for 
him to report the learners who bully him. He struggled with pronouncing their names and 
clearly communicate the issue to the teacher. His mother used to report on his behalf as to 
who bullied him at school. His mother has a way of understanding how he communicates and 
is the person with whom he always communicated his issues. “She further reported that he 
cannot speak properly” (CPR). 
Similarly, both the optometrist and the occupational therapist reported on Gezani’s inability 
to express himself verbally. “Gezani was unable to communicate and respond as well as 
answer questions, therefore, the case history is limited” (OP). “His speech appears slurred 
and uncoordinated” (OR). 
Speech impairment refers to when a person is unable to produce sounds or has challenges in 
producing sounds, which could range from mild to serve. The four major areas of speech 
impairment are articulation, fluency, voice and the language (Minnesota Department of 
Education, 2010). Challenges with articulation refer to when a person is unable to produce 
sounds in a correct manner. Fluency is the flow of speech with words often disjointed and 
speech disrupted by sounds and prolonged words. Similarly, people with speech impairments 
might have abnormal voices, where the pitch is very high or very low. Lastly, the problem 
might be the inability to comprehend the language, hindering people from expressing 
themselves and understand what other people communicate with them.  
The first step in supporting learners with speech impairments is to refer them to an 
audiologist, who will help ruling out hearing as a contributing factor. If there are difficulties 
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with hearing, the challenges will have to be addressed before any remediation for speech can 
take place. After ruling out any other possibilities, a learner with speech impairment must be 
referred to a speech therapist. In Gezani’s case, he has not yet been referred to an audiologist, 
and this should be the next phase for his speech impairment.  
It is recommended that speech therapy should be offered at the first sign of speech delay 
among children with BBS. Speech therapy is more effective when given at an early age, as 
opposed to when it is given at a later stage (Abu-Shafieh et al., 2012). Despite having delayed 
speech, Gezani has not yet received therapy due to only being diagnosed with BBS at the age 
of 14. Speech therapy would have been more effective if he had started at an early stage. 
Speech therapy, however, is still highly recommended so that his speech impairment can be 
effectively addressed. Improving his speech, however, might longer when considering his 
cognitive impairment and that he would have started with therapy at a later stage.  
4.9 CHAPTER SUMMARY  
This chapter discussed the six themes that emerged from the data, by linking them to relevant 
literature. The six themes are cognitive support, visual support, emotional support, medical 
support, physical support and speech support. These six themes were discussed using the ice-
cream cone model for case conceptualisation and this information were related to the 
systemic influences discussed in Bronfenbrenner’s bioecological model on human 
development. The discussion shed light on how the themes are interrelated, affecting one 
another. From the six themes, it is evident that Gezani has multiple learning disabilities, and 
that he needs various psycho-educational support services and resources for him to function 
at his optimal level at school. The psycho-educational support that he needs include remedial 
classes to address his cognitive challenges, braille training to address his visual impairment, 
therapy to address his emotional challenges, regular medical check-ups related to his 
condition, physiotherapy for physical support and speech therapy to address his speech 
impairment.  
Chapter 5 will provide an overview of the case, as well as the limitations of the study and 
recommendations for future research.  
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CHAPTER 5 
SUMMARY, CONCLUSIONS AND RECOMMENDATIONS 
5.1 INTRODUCTION  
Chapter 5 summarises and highlights the major findings of this study. Answers to the 
research question will be given in this chapter, as well as the recommendations based on the 
findings for future research. The strengths and limitations of the study will also be explored. 
Lastly, the researcher will consider the contribution this study will make to the field of 
inclusive education, specifically in LSEN schools, as well as consider that this study will add 
to the current research on BBS.  
5.2 OVERVIEW OF THE RESEARCH  
This study aimed to explore the psycho-educational support needs of an adolescent diagnosed 
with Bardet-Biedl syndrome. During the discussion of the background of the case in Chapter 
one, the need for the study was identified due to the limited information available on psycho-
educational support needs for learners diagnosed with BBS. BBS is a rare autosomal genetic 
disorder that affects many parts of the body.  
A theoretical framework was developed using a literature review in Chapter two. This 
theoretical framework allowed the researcher to explore Bardet-Biedl syndrome in detail by 
exploring the causes, common characteristics, and management of the condition. The 
literature review also allowed for an exploration of the inclusive education paradigm in South 
Africa and the relevance this paradigm has on the case. The literature concluded with a 
discussion of Bronfenbrenner’s bioecological model on human development, and how this 
model could be adapted to create the ice-cream cone model for case conceptualisation, which 
was used to organise and discuss the findings of this study. 
Data were collected using in-depth semi-structured interviews and medical reports from 
various medical professionals. Using thematic content analysis, the process data analysis 
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revealed six interrelated themes: cognitive and intellectual support, visual support, emotional 
support, medical support, physical support, and speech support.  
The implications of each of the themes are discussed later in this chapter when 
recommendations are made. These recommendations will highlight how the findings of this 
study can contribute to the literature in the field of BBS, especially by adding to the literature 
available on psycho-educational support needs.  
5.3 THE FINDINGS IN LIGHT OF THE RESEARCH QUESTIONS  
The research question for this study was, “What psycho-educational support is needed for a 
Tsonga adolescent diagnosed with Bardet-Biedl syndrome?” 
As stated in Chapter four, six themes emerged from the data analysis, as listed in Table 5.1. 
Each theme is paired with a brief defining statement to show the researcher’s understanding 
of each theme regarding this study.  
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Table 4.1. Themes arising from the study with defining statements  
Cognitive and intellectual 
support  
Individualised support programmes that seek to address Gezani’s 
academic challenges 
Visual support  Support that will enable Gezani to cope with visual impairment 
and to be taught skills that will help him when he is completely 
blind by early adulthood 
Emotional support  Counselling or therapy that will teach him how to deal with 
emotions 
Medical support  All the medical interventions related to the management of BBS 
Physical support  Support that will help him with walking, and managing his 
weight  
Speech support  Support to help him with communication.  
 
The above themes can answer the research question. Gezani has multiple psycho-educational 
support needs in all six domains, namely cognitive, visual, emotional, medical, and physical 
and speech. These support needs include remedial classes, learning assistive technologies, 
Braille training, soul buddies, regular medical check-ups, mobility orientation, regular 
physical exercise, recommended diet and speech therapy. Gezani’s support needs are due to 
his genetic condition, as well as cultural and societal beliefs and stereotypes. Gezani and his 
family have been marginalised in the community where they live, which had influenced how 
he was raised. To fully conceptualise Gezani’s psycho-educational support needs and those of 
other learners with BBS it, therefore, is important to consider all other factors, including the 
family background, the community, the school environment and resources since they all 
affect the individual and the psycho-educational support needs associated with BBS.  
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5.4 SIGNIFICANCE OF THE STUDY AND RECOMMENDATIONS  
This study has shown the complex nature and characteristics associated with BBS and the 
influences these characteristics have on teaching a learner with this genetic condition. The 
complexity of this genetic condition requires a multidisciplinary team to manage it and to 
give adequate psycho-educational support needs to a learner. The multiple disabilities 
associated with BBS affect a learner’s academic performance, health and quality of life. In 
addition, the effects of this condition influence how parents raise their children, how teachers 
teach them and how society treats them. The psycho-educational needs for learners with BBS 
should cover the learner at school but should also consider the learner’s family and the 
community. Below is the significance of the study for various stakeholders and 
recommendations for each stakeholder:  
Department of education:  Findings from this study can be used by the department of basic 
education to inform their policies regarding learners with special educational needs. The 
rarity of BBS led to inadequate information about it, as well as the psycho-educational 
support needs for learners who are diagnosed with the condition. This study will help develop 
educational policies that will cater for learners diagnosed with this rare genetic condition. It 
will also help the department of education to broaden their unit of inclusive education and 
special schools regarding information and resources that will enable them to support learners 
with rare genetic conditions.  
Recommendations for the department of education:  The department of education has a unit 
that focuses on inclusion and special schools. This unit focuses on supporting learners with 
special educational needs and supporting LSEN schools. The researcher recommends that 
this unit research genetic conditions that affect learners’ academic performance, which will 
enable the department to support learners who might present with such conditions more 
effectively and without any delays. It is unfair on Gezani and other learners with rare genetic 
conditions not to receive appropriate and adequate support, due to a lack of information and 
resources from the department of education. In the South African context, every child has a 
right to education and for their special educational needs to be catered for in schools 
(Department of Education, 2001). 
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Schools: Schools can use the findings from this study to add to their SBST policies, and to 
inform teachers who teach learners with BBS about the condition. This will allow teachers to 
give appropriate and adequate psycho-educational support to learners with BBS. Similarly, 
parents and family members of learners with BBS will be better informed about this 
condition, and they will be able to give them appropriate support. For example, they will help 
them with their regular physical exercises and prepare the recommended diet for them.  
Recommendations for schools: The SBST committee is the main source of support for both 
learners and teachers in schools. The researcher recommends for schools to ensure that their 
SBST committee is always functional. SBST committees in schools should attend regular 
workshops pertaining to inclusive education and how to support learners in schools. This 
would reduce the number of learners with severe learning disabilities and special educational 
needs in mainstream schools.  
Teachers: Learners with learning disabilities are being progressed through grades due to age, 
without appropriate intervention. It was the same with Gezani’s case where teachers at the 
mainstream school observed how he struggled with learning yet continued with the 
mainstream curriculum and did not intervene. Teachers observe how learners with barriers to 
learning struggle daily and should be the ones making referrals for such learners. I strongly 
believe that teachers will learn about how I made referrals for Gezani until he was diagnosed 
and how he was referred to a school for the visually impaired. Teachers will learn that there is 
nothing stopping them from getting advice from other professionals and going an extra mile 
in seeking help for their learners and from referring to appropriate special needs schools. 
Most of the learners in township schools come from low socio-economic backgrounds and 
are illiterate. Such conditions hinder them from receiving the correct information and support 
for their children. Their hope for their children is the teachers at school.  
Similarly, getting appropriate support for learners with rare conditions also reduces the 
burden on the teachers because teachers are obliged to give learning support to learners who 
struggle in class. At times, teachers conduct extra classes for such learners, and this takes a 
lot of their time. Teachers end up feeling disempowered and helpless because such learners 
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are less likely to show any improvement. Appropriate special needs schools will help learners 
with rare genetic conditions and learning disabilities to achieve their full potential.  
Recommendations for teachers: Teachers notice challenges that learners present with more 
than parents do possibly because parents spend less time with their children due to work and 
other social factors. Teachers, on the other hand, daily have more contact time with their 
learners (Posel & Graspa, 2017). They know about the learning difficulties that learners 
present with, and know their limitations in helping such learners. I recommend that teachers 
support learners with learning difficulties and to refer such learners if the support is not 
effective.  
Parents: Gezani’s parents did not know about Bardet-Biedl syndrome until he was 
diagnosed. They never heard about such a name due to its rarity and never thought Gezani 
would receive appropriate support. They had lost any hope of ever getting support because 
they have been referred to various professionals who misdiagnosed Gezani’s genetic 
condition in the past. Even though this genetic condition is rare, it is possible that there are 
learners who present with BBS symptoms and are not diagnosed. Such learners are more 
likely to be in mainstream schools and not getting appropriate support. Findings from this 
study will enable parents to check for BBS in from their children, and if they notice such 
symptoms will be able to take their children for genetic assessment at an early age. This will 
enable early intervention if the children are diagnosed with BBS. 
Similarly, parents who have diagnosed children can use the findings from this study. It will 
help them learn more about the condition and some of the challenges that might be common 
across all BBS patients. It will also give them a sense of relief knowing that they are not the 
only ones having such challenges and knowing where they can get help. Having such 
information at their disposal will enable them to cope effectively with their emotions and give 
appropriate support to their children.  
Recommendations for parents: Based on the experience that Gezani’s parents went through 
and findings from this study, I recommend to all parents who have children with rare genetic 
conditions not to lose hope and to continue seeking help for their children. The challenge 
with rare conditions is the limited information about such conditions, and not knowing which 
  
69 
 
medical professionals can make an accurate diagnosis. However, there is always help 
available, and parents must keep on searching until they get it. 
5.5 STRENGTHS AND LIMITATIONS OF THE STUDY  
The rarity and complexity of Bardet-Biedl syndrome had an enormous impact on how this 
study was conducted. Since there is limited information about this genetic condition in the 
South African and global context, makes this study highly valuable. Gezani is the first and 
only learner who has BBS at his school. Teachers, including the DBE in Gauteng province, 
have never had a reported case on a learner with BBS, hence the lack of psycho-educational 
support needs for Gezani. Most of the participants who were interviewed in this study had no 
prior knowledge about this rare genetic disorder. The teachers at his previous mainstream 
school and current school for the visually impaired and the district officials at his district and 
head office in Gauteng province had an opportunity to learn about BBS and how to support 
learners with BBS.  
Adding to the value of this study is that I was personally involved in the whole case. I taught 
Gezani at his previous school, I witnessed all his challenges in, and outside the classroom. I 
referred him to an optometrist with the permission of his parents. I also accompanied him and 
his uncle when he went for his visual assessment. Similarly, I booked his genetic assessment 
appointment and accompanied him on the day of the assessment. In short, I managed his case 
over a long time. At times, I visited him at the school for the visually impaired to see how he 
was coping there. I also developed a good working relationship with the family, who were 
always available when I needed them. I know that the transition from the mainstream school 
to the school for the visually impaired was a great start in giving Gezani the appropriate 
psycho-educational support that he needs. 
The limitations of this study, however, was the time that I had during the data collection 
process. This study is a minor dissertation, and I had to complete it within a limited time, 
which restricted the time for data collection. There are medical procedures that Gezani still 
need to undergo. One such medical procedure is an annual renal ultrasound and renal 
function tests. In addition, the results from his initial renal tests could not be obtained in time 
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before the completion of this study. Should there had been more time available to conduct 
this study, data could have been obtained from additional sources, such as a radiologist, 
dietician and speech therapist. 
Another limitation for this study is that it was a single-case study, and findings from this 
study might not be applicable to a bigger group. The challenges that Gezani faces at school 
might differ from challenges of another adolescent diagnosed with BBS in a different area, 
due to different family backgrounds, developmental milestones and life experiences. The 
findings from this case study can, however, be applied to give psycho-educational support to 
an adolescent diagnosed with BBS from a context similar to Gezani’s.  
5.6 AREAS OF FURTHER RESEARCH  
Gezani had been misdiagnosed ever since he started school in his previous mainstream 
school. Being misdiagnosed for such a long time had led him to not getting the right psycho-
educational support. Instead, he had learning challenges that his teachers could not address, 
and he was progressed through grades with all his learning challenges. It would be interesting 
to learn about how early diagnosis and intervention help learners with BBS. Such a study 
would help parents and teachers to be on the lookout for BBS symptoms and characteristics 
and refer learners to relevant medical professionals who will be able to make the correct 
diagnosis. Early diagnosis will then lead to early intervention and support for the learners, 
which would prevent having learners with BBS in mainstream schools as it happened with 
Gezani’s case.  
An additional area for future research is a longitudinal study on how learners with BBS grow 
up into adulthood. BBS is a complex genetic disorder with characteristics that are life-
threatening. The renal dysfunction present in BBS patients can lead to death if not well-
managed. Such a study would shed light on the developmental milestones of people with 
BBS and the challenges they face growing older. It would also shed light on the best way to 
manage all the medical conditions associated with BBS. It would empower family members 
of people who have this genetic condition on how to support them more effectively.  
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Another area for future research would be the physical and emotional experiences of BBS 
patients when their vision deteriorates. Visual impairment is the main feature of BBS, and all 
BBS patients are bound to be completely blind by early adulthood. A study on the physical 
and emotional experiences of BBS patients when losing their vision would help to give them 
appropriate physical and emotional support while their vision deteriorates. It would also shed 
light on the kind of support they need at various stages of their visual impairment. 
Moreover, it would be interesting to know what happens to the family members of BBS 
patients. How does having a family member with BBS affect the entire family? Family 
members go through many experiences. There is an emotional and financial burden that 
comes with having a family member with BBS. What kind of coping mechanisms do the 
family members have and how effective are such mechanisms? Family members need 
support in dealing with their emotions, and for them to take care of those with BBS more 
effectively.  
5.7 CONCLUSION  
This study explored the psycho-educational support needs of Gezani, an adolescent learner 
diagnosed with Bardet-Biedl syndrome. Gezani has multiple disabilities that are in keeping 
with BBS diagnosis. Because of these multiple disabilities, Gezani has learning challenges 
and has been struggling to cope with the mainstream curriculum from his previous 
mainstream school. Gezani is now in a school for the visually impaired, where his visual 
impairment is being addressed, and other learning difficulties are being explored. Teachers 
and other relevant stakeholders at the school for the visually impaired are still learning about 
BBS and how to give Gezani appropriate psycho-educational support. Gezani is the first 
learner at the school to present with this rare genetic disorder; hence, there is currently 
insufficient knowledge about BBS and support for Gezani at the school. The findings from 
this study, however, will inform the teachers about BBS and the psycho-educational support 
appropriate for Gezani.  
I hope that this study gave the reader some insight into the nature and complexity of BBS, 
and the psycho-educational support needs for learners diagnosed with this rare genetic 
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condition. Further to this, I hope that this enquiry provides other professionals with 
knowledge and tools to support learners with Bardet-Biedl syndrome. I am grateful to 
Gezani’s family for giving me the opportunity to work collaboratively with them on Gezani’s 
case to learn more about Bardet-Biedl syndrome. I hope that this study is an accurate 
depiction of Gezani’s case and that it will add more value to the existing literature on this rare 
genetic condition. 
5.8 FINAL PERSONAL REFLECTION  
This study has provided me with a great learning opportunity and experience. I have worked 
hands-on in this study, from the initial identification of this case until the completion of the 
study. The highlight of my learning experience is that I experienced how different 
professionals worked together, from Gezani being diagnosed until he was successfully placed 
at the school for the visually impaired. All the professionals who were involved in this case 
have worked collaboratively and effectively in ensuring the successful management of 
Gezani’s case. I also had an opportunity to form good working relationships with these 
professionals, on whom I can always rely on in future. 
On the other hand, I also learned that mistakes do occur when working with different 
professionals, which is evident from the fact that Gezani has been misdiagnosed for such a 
long time and that he was not getting appropriate support and intervention. The referrals he 
previously received, before he was diagnosed, all led to misdiagnosis of the condition, and as 
a result, he remained in the mainstream school where he was struggling to cope with the 
curriculum. The teachers in the mainstream school also faced the challenge of supporting 
him, and they constantly failed to give him the right support. 
Mistakes that occurred regarding Gezani’s case are a learning opportunity, and I will learn 
from this lesson to avoid them in the future. I will do so by seeking more than one opinion on 
a given case with which I might be battling. Similarly, I will also do an internet search to get 
some guidance on whom to consult on specific conditions. I believe that if one of the 
professionals who worked with Gezani before did more research on his symptoms, Gezani 
would have been successfully diagnosed with BBS a long time ago. 
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The second highlight from my learning journey in this study is the value of family. Gezani 
has two loving and caring parents, despite their low socio-economic background they ensure 
that they provide for their children. Gezani was accompanied daily by his uncle or his mother 
to school when he was still in the mainstream school. Now that he is in the school for the 
visually impaired, which is a boarding school, his father fetches him every Friday so that he 
can spend the weekend at home and then take him back every Monday. The strong family 
bond enables them to cope with all the challenges that come with this rare genetic condition 
and to support each other.  
However, despite the strong family bonds, they do need professional help. They need 
counselling to help them deal with their emotional challenges. They already received genetic 
counselling from the geneticist when Gezani was diagnosed with BBS. It was also discovered 
that Gezani’s younger sister presented with similar symptoms and she was later diagnosed 
with BBS. When the geneticist made their family genogram, she learnt that this genetic 
disorder comes from the father’s family. Even though Gezani’s father does not have this 
condition, he is the carrier of the BBS gene. The geneticist highlighted that Gezani’s father 
carries the BBS gene and that in future, he will be more likely to have children with this 
condition. She advised the parents to consider not having more children due to the challenges 
that come with the condition.  
Moreover, should they consider conceiving in future, they should first seek advice from the 
geneticist and undergo various medical procedures to check if the baby has the condition or 
not. If it is detected that the baby has this genetic disorder, they will be advised to terminate, 
considering the complexity of the disorder as well as the emotional and financial burden that 
comes with the management of this condition. To conclude, I would like to share my 
admiration for the bond that the family has and their resilience throughout the challenges they 
encounter due to BBS. 
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APPENDIX B: INTERVIEW TRANSCRIPT 
Marvin:    What are the genes that cause BBS? 
DF: The genes causing BBS are named after the condition – BBS genes. There are currently 19 identified BBS 
genes, named sequentially BBS1 to BBS19. The most common gene causing BBS in Black South Africans is 
BBS10; in white South Africans BBS1 
Marvin:   What is the prevalence of BBS in the South African context? 
DF: I have referred this question to a colleague of mine in Cape Town and await a response. 
Marvin: How is cognition and eyesight affect by BBS? 
DF: Most individuals with BBS will have developmental delay and intellectual disability. 
The developmental delay is global; i.e. it involves gross motor, fine motor and speech development. 
The intellectual disability ranges from mild (IQ: 75-90) to moderate (IQ 50-75) and is rarely severe/profound. 
The intellectual disability is worsened by visual problems which affect most individuals. 
The classic visual problem is called retinitis pigmentosa. This is a disorder of the retina. Clinically, visual loss is 
initially described as night blindness but over time the visual loss occurs during the day as well. Many 
individuals (75%) will be classified as legally blind by late adolescence. 
Marvin:   What medical interventions are there in the management of BBS and how effective are such 
interventions?  
DF: We recommend the following: 
         Annual renal ultrasound and renal function tests – affected individuals are at risk of cystic renal 
disease and renal dysfunction (<82%) 
         Annual cholesterol and glucose tests as well as blood pressure measurement in view of the 
obesity associated with the condition. 
         Annual visual assessment in view of the visual loss – schooling should take place in a remedial 
school for the blind. 
         Annual hearing test – 50% risk for hearing loss 
         Remedial therapies – occupational, speech and physiotherapy 
         Dietician – to try to limit obesity related complications 
The interventions are variably effective – it depends on compliance of the patient and their parents. We are 
unfortunately unable to change the natural history of the condition; only try to limit complications 
Marvin: What are your responsibilities in ensuring that learners with rare genetic disorders get the psycho-
educational support that they need? 
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Principal: After placement, we still do our own assessment… our internal assessment. But our assessment is 
strictly on visual impairment, since we are a visual impaired school just to see how far his visual impairment is 
and to see what kind of condition he has  
Marvin: Are you actively involved in giving psycho-educational support needs to the learners? 
Principal: I am actively involved because I sit on the SBST. I am a member. In that case, all children with any 
type of challenge which seeks SBST intervention is discussed on that structure, Therefore, I am actively 
involved. Because within the SBST we discuss the issues of the children. So, I am part of that structure. In short 
am actively involved in supporting children with blindness 
Marvin: What challenges do the teachers at your school come across on daily basis? 
Principal: I think challenges that teachers come across, I think it’s the… the emotional part of it, sometimes you 
don’t know how to deal with it. Sometimes these children cannot express themselves, how they feel. Let me 
give you an example, sometimes learners with visual impairment when the weather changes it impacts them a 
lot and then you find that by the time they come to class they are already emotional because maybe it is raining, 
or it is cloudy. When the weather is like that it affects them. In other words, it hinders their daily activities, in a 
manner that they are used to. It can be because it’s a bit dark or something. So, you find that when they come to 
class with such emotions, it’s difficult for the teacher because the learners do not know how to express how they 
feel. This is because the learner does not understand as to what is happening in the environment around them. 
That is, they fail to explain to the teacher that because today it is cloudy, I cannot see. What happens is that they 
become frustrated and confused. At the same they live in fear. Fear that they might lose their sight completely. 
Whenever they feel like they do see clearly, they do not like sharing with others to tell them that they feel like 
they are losing their sight. Until the day comes when it’s completely dark in the eyes and then they cry, and they 
start expressing that they cannot see. I think those are the challenges that teachers come across.  
Marvin: Do you have feedback meetings with the teachers, with regards to their progress and challenges in 
working with learners who have rare genetic disorders? 
Principal: Normally we do most of the things within the SBST… we give feedback, because every phase is 
presented in the committee. So… in a situation whereby a learner has been referred to the SBST and the case 
has been discussed we then hold the teacher accountable to give us feedback with regards to the 
recommendations that were given by the SBST and to give us feedback on the progress as well as the 
challenges.  
Principal: As I have said before, it is the platform whereby we address challenges.  
Support:  
Enlarged print, he enjoys working with colours, braille   
He is not colour blind  
In Gezani ’s case he has night blindness 
We need the enlarged print for him  
We sometimes have a problem because  
Adaptations for learners with low vision 
Marvin: What support does the ISS services give to LSEN schools whereby there are learners with rare genetic 
disorders? 
DS: Unfortunately, or fortunately, we are not aware of such a rare disorder.  Our special school the primary 
diagnosis and the focus of the school is on the visually impaired and blind learners. And then we are also aware 
  
87 
 
that there are multiple barriers. But now. This one BBS it is something that we have just picked up, based on 
your research. So, acknowledging that learners who are multiple impaired are not only blind, but they conditions 
like ADHD and misconduct and what have you. So, this is a case of its own and the first of its own, meaning 
that there is no support in place. Even when I ask at the district, the psychologists everyone that I was asking 
said that they have never heard of such a condition. And then I think even to the school, for them their support 
was only on the visually impaired. Until you brought this to their attention. So… but generally because the 
symptoms that you are talking of, whether obesity, sight, even intellectually functioning and what have you. All 
that you have mentioned about this very specific case it was nature it was attended to. But like I say, maybe the 
issue it was like, it didn’t just come BBS. It was like the child is experiencing this and that.  
DS: So, in terms of the ISS, the ISS has its own protocol. And then ISS is Inclusion and special schools unit and 
the special schools are our resource centres, and it is also part of the DBST and also part of DATS (District 
admission team to special schools) so meaning that in terms of that protocol our school is like standing in for…. 
It is still our ISS the support that the child gets is more through… what the school can do with the learner, you 
know. Having things like ISP with the child, the Individual support plan. So, ISS from the district level comes 
as, let’s say from the DBST we had a case like this it came from the school, it is then that we can design the 
intervention. However, like I said ISS as you know from the district side we wait for the schools to refer. So, it 
means if they cannot refer for now they can manage the learner, they can manage the situation through the 
SBST here at school through our multi-disciplinary team. We have the nurses, life orientation, we have a 
counsellor and we have our own OT. So, given the needs of the child, they will do it at school. And then if there 
is any area of concern, like now here at school, in terms of. Like now when we talk about Psych-educational 
support our link is our counsellor within the school. I’m not sure if you have met Vuyo?  
Marvin: No, no  
DS: Yah. Remember Vuyo is our registered counsellor. Issues that have to do with Psycho-educational whether 
is assessment of the child whether is counselling and what have you  
DS: We already have our support for that child, and then if there are things…like  
DS: Vuyo at the same time, that counsellor we have made him that is our support is more on the systems for 
now. Than the child being referred. So Vuyo at the same time we call him our coordination. Admission 
coordinator for the school. He belongs at our district committee for admissions to special schools. So, children 
like this one, you can admit them properly and if there are issues he is the one who will take up with us. If there 
are issues that need counselling and those that need a psychologist, it is then that he can refer the child to the 
psychologists at the district. And then what they do, they will do it through the SIAS process. This is the support 
channel or process that we do. They will refer the learner by filling in the SNA1 and SNA2 and 3 will be filled 
by us and also give recommendations. If the child needs further intervention like hospital and what have you, its 
where we come in. but generally in terms of our support to special school, we regard the team that we have here 
as part of our multi-disciplinary team. Because at the district in terms of the ISS we do not have a nurse, we do 
not have an OT. We have placed them in special schools so that they can help the learners directly. So that is 
what we do. And also the support for inclusion. As you know Inclusion, we have Inclusion facilitators at the 
district within the ISS. ISS is divided into us Psychologist and then we have Inclusion facilitators. So... I’m not. 
As much as we all have to advocate inclusion. But there is this ISS Inclusion facilitators who have been assign 
to schools by the district. These are the people who are more into… 
DS: I’d say...  more hands on they do more of the fieldwork. Let’s say here at Sibonile they want to refer a 
specific learner. If they see that their multi-disciplinary team has exhausted all the means. Then they will refer 
the learner, they can refer through the very same person, the inclusion facilitator. Inclusion facilitator will only 
refer to the psychologist when the case is beyond their scope of practice. That’s when they bring files to us and 
we take it from there. So, we support, but we support based on the school. When the school does not refer to the 
district and we do not have a case, like some of the cases I discuss them with Vuyo when I come here, and I 
know of them. When the school does not refer we take it that the school have systems in place and they are 
doing whatever within their means. But of the syndrome or the barrier itself is something that we are 
experiencing or hearing of for the first time. Maybe there have been cases, I know it cannot be this one alone, 
but it’s something that never got the attention like some of the conditions we know  
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Marvin: It’s very rare  
DS: I love the way you put it, that it is rare.  
Marvin: It is rare  
DS: And know that it is something that has to do with genes. Genetic disorders  
Marvin: And also in terms of literature, there is almost nothing  
DS: Yeah, it’s true 
Marvin: and the fact that the learner has been misdiagnosed, all these years 
DS: Uhm 
Marvin: he has been taken to OTs, he has been taken to all these specialists 
DS: uhm, each and every one of them  
Marvin: And they misdiagnosed him. And ahh fortunately the breakthrough came with UJ Optometry clinic. 
Upon assessing his vision and trying all these glasses... and it was even worse. So, they saw these scars on his 
hands. And they started thinking that he might have BBS because they saw his weight and they saw the scars 
and they recommended that I should refer him to the genetic clinic. Of which I referred him, and they did the 
assessment and it was confirmed that he has BBS.   
DS: uhm 
Marvin: yah  
DS: uhm 
Marvin: even most of the articles that I have been using, I got them from the geneticist from Johannesburg 
academic hospital.  
DS: uhm 
DS: and like I say... in terms of support. Have you realised that sometimes you do support? It is just that they 
did not know it was BBS.  
Marvin: Yah yah  
DS: It was like when you see him being obese, obviously that will inform nutrition. And when you see him 
struggling with something you’ll then intervene. And when you see sight or vision, it will either be braille 
training or something that needs to be done. But the ideal would be knowing that the learner has such a 
condition. So, I think it was support, but it was general support. A support that as a teacher or counsellor or OT 
would think that I see the condition, but it was not clear because the main diagnoses was not known. And more 
that I have seen that the diagnoses have to do with his eyes, and then prognosis. It came secondary. I think the 
condition was been hidden by his visual impairment.  
Marvin: Between the SBST and the DBST, which one do you work the most with?  
DS: ahh us as ISS or what?  
Marvin: yeah  
DS: I just want to make sure that I do not want to position myself as a psychologist, but as ISS 
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Marvin: uhm 
DS: Both of them. ISS. Let me put it this way… its SBST and ISS in the middle and then the DBST at the top. 
That is, the ISS will work with the SBST at the school level, because the SBST is at school. And then the 
inclusion facilitators or us the psychologists we work with the SBST. That is, we work we both of them, we are 
close to both of them. That is what is done at school level with the learner is the SBST. And then they are helped 
by us, the ISS. And the cases will then escalate to the DBST, so they report to the DBST about whatever cases 
or barriers. But though it is not every case. And again, the technicalities of these terms. Sometimes it is good 
when we talk about this. It’s like the boundaries are blurred. Like us as the ISS, traditionally people think that… 
even at the district. We are the ISS but at the same time we are the strong bone of the DBST. So, cases when are 
brought to the ISS, it is like they are still within the DBST. That’s what I am trying to say that somewhere the 
boundaries are blurred. It’s like ISS/DBST, that it they meet a lot. Though according to the policies what have 
you, ISS cannot be DBST because it includes curriculum and LST unit and so forth. But at the district when we 
have seen the cases we are like the DBST.  
Marvin: ok, I want to ask about this one… it came up when I had an interview with the principal. Does Gezani. 
Uhm, remember I was hands on this case, I took him everywhere along with his father to the dietician and so 
forth. The Geneticist explained that his weight has nothing to do with what he eats. So, he will gain weight even 
if he eats normal. So, she then referred us to the dietician. The dietician made an eating plan for him and also 
recommending exercise… of which I heard that he does not love exercising and so forth. And also him being on 
a special diet, when I checked with the Principal She said that they do not have enough resources for him to 
have a special diet. But what they have in place is that she has spoken to the kitchen that he should be given 
small portions. Of which again she said it is a challenge because they will give him small portions and he is a 
learner and eventually he will go back and say, “I am not full” and it is almost hard for them to deny him a 
second serve. 
DS: uhm 
Marvin: My question is, do you as the ISS unit have enough resources to support in this regard. Let’s say in 
terms of special diet, does it come from the ISS or maybe other structures of GDE? Because I am not sure if a 
school does have such a case.  
DS: We don’t necessarily have a support. Funding mostly goes to schools more than to us. If funding comes to 
us it will be for training and workshops. Let’s say the very same barrier that we are talking about and we want to 
empower teachers. And another funding that we get is mainly for transport costs, like I came here. Even if we 
can refer to education support, health and school safety. However, even from this units they fund things like 
immunisation, toilets and cleaning and what have you. There is no such that a learner or parents can access 
budget from these units. Hence, you’ll be told that the government is spending such an amount for each and 
every learner within the school. So, there is nothing. So, at school level if there’s such a problem of nutrition, 
it’s unfortunate. But at the district we cannot provide anything for the learner. Unless if it’s a question of 
reviewing to see like you said that at school they give him small portions… is there no funding?  
Marvin: those are the recommendations. No like, he gains weight a lot. So, part of him eating small portions is a 
way of trying to helping him  
DS: But you said they said it has nothing to do what he eats 
Marvin: Yes, so… they said it has nothing to do with him eating a lot or eating certain food. But I remember 
these foods that she said he must cut on.  
DS: here at school?  
Marvin: Even at home. He should cut on sugar and he should also exercise. So, he should cut on juice and 
anything that contains sugar.  
DS: is there any specific thing that she mentioned on the list that says…. 
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Marvin: these are the foods that he should…. 
DS: yah  
Marvin: No 
DS: She didn’t mention bread and other foods  
Marvin: No 
DS: because I think it would be easy for the kitchen when they prepare… like having a special menu… just like 
vegetarians  
Marvin: yah yah  
DS: because here we are only talking about cutting on sugar  
Marvin: And another thing that I have seen… I think it comes with the parents. Because I heard that when he 
comes back from home he comes with cakes and all that. Because when he is here they say he is better than 
when he comes back from holidays.  
DS: Actually, I was thinking, in terms of the support as you were talking of parents. And even the food when he 
comes back from home and food in general, that parents should be roped in. and fortunately here we have our 
resource which is our counsellor, to counsel the parents.  
And as I was asking about a specific list. Let’s the school says we can go this far. You know when you look at 
the context. Like at home, if they are able to buy him cakes it means they can also contribute if there is 
something out of the ordinary and the school cannot afford. Just like with learners who have hearing problems, 
some of their parents do buy them specialised equipment.  
Marvin: What individual education support does Gezani (Pseudonym) need in the classroom? 
T: The Individualised Program for him…. 
T: Gezani when he first arrived here… he couldn’t write. Properly. Like to follow the lines and all these things. 
But we made sure that we… we have a a book neh with big lines. So, we made it a point that we give that book 
so that we can be able to see if ever the problem is the eye or maybe the cognitive only to find that when he 
write on that page he was able to write straight. And then for mathematics we made the squares the squares. The 
square whereby when he writes the numbers he has to put numbers in each and every block until he comes 
better when it comes to writing.  
T: And then we started with the… because we. He came here at, I mean the age was... he was old so 
Marvin: I think he was 16  
T: Yeah, 16 or 15 somewhere there. We started with the Grade 1 ehhh curriculum or activities, so that we can be 
able to diagnose where we are supposed to… yah and then only to find out that he can’t cope. Until he was 
taken step by step, and then Gezani now can be able to add numbers and he can be able to write words.  
Marvin: What support do you need as the SBST?  
T: There is one thing I’ve discovered from Gezani neh.. The support you are talking about is general? Because I 
will talk more about the academic part, because I am not part of the kitchen or whatever. 
T: Ahh I just want to give you a simple thing that I discovered during the holidays. That long weekend. I think it 
was the 27th or the 28th and yeah  
Marvin: Was he at school or home? 
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T: No, he was at home  
T: Because I thought Gezani can be able to write maybe words, simple words and numbers to add numbers and 
whatever. But I was so surprised that Gezani was communicating with me using the WhatsApp.  
Marvin: Ahum  
T: Which I think… Gezani for the IT.. IT whatever maybe he can do better also  
Marvin: Ahum  
T: So, I think we also need support regarding the… IT equipment, especially for him  
Marvin: Ok  
T: Yah 
Marvin: Which language did he use?  
T: He was using English (giggles)  
T: He was using English but ehh I’m not sure if there was somebody who was assisting him or what but… 
T: We were communicating like hello mam, how are you? I said I’m good, how are you... he then said good. 
Ok... done… 
T: I think in terms of IT we can channel him to the It…. You know why I’m saying this because academically 
he can’t cope like to go to the main stream and do the levels according to the mainstreams but maybe he can 
also do better when it comes to computers and all those things maybe when time goes on. It’s what I discovered 
now, but I never took him to check if maybe computer he can… you see but through the WhatsApp because he 
was able to say “hello and then I say hello, how are you I say I’m good and how are you? Then he say Fine. 
That is why I’m saying I’m not sure if there was anybody who was assisting him, but I am sure he has a phone.  
T: So... 
T: And then one other thing that I think can also assist… is to channel him to a skill. A skill which we think can 
benefit him when he grows up.  
Marvin: Okay  
T: Yah  
Marvin: Do you have any specific skill in mind?  
T: Right now we have started with the skills in that unit, but I’m not quite sure if Gezani is doing beading or 
what. But they are busy with the skills. Maybe when time goes on I can tell you. Yah, because right now they 
are. Just they are… they teach them the skills general so that they can be able to identify who is good in what.  
T: Ahh, its beading, weaving, ahh we are going to do the soap making 
Marvin: Soap?  
T: Yah soap making, gardening, music he is also part of the Quire. He is singing, I even heard his tenor. He is so 
good  
Marvin: Uhum  
T: And then... Let me check  
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T: Yeah but we are busy with the skills  
T: So even music is part of the skills 
T: Even in future you can find that he is able to beat the drums and yeah that is part of the music  
Marvin: Are you familiar with Drum café?  
T: No  
Marvin: Okay  
T: Because we have a piano in the classroom, but Gezani is not yet trained for… But he is taking part in choral 
music  
Marvin: Uhum  
T: Yah. 
Marvin: Do you get enough support from the DBST as a school? 
T: Regarding Gezani ... Not yet  
Marvin: Ok  
T: Maybe it’s because, because… in most cases... for the District based support team. It's when we refer 
children to the school assess. I mean to the school-based support team  
T: So but Gezani in that unit because all of them are.. Special. We do not refer them unless they have 
behavioural problems. But Gezani does not fall under those children with behavioural problems and so many 
things. Yah for him is just a matter of being supported  
Marvin: How does he get along with other learners?  
T: Gezani he... Sometimes I see Gezani with other children. Then one other thing I discovered he likes. Even the 
new learners. He is able to engage with them because last I saw him with this child who is very new in the 
school and then she saw him, he was just happy... So, he is not that bad.  
Marvin: Challenges that you come across in the classroom?  
T: No, you know why… because all those children who are in that class are all supported 
T: That is why to us is no big challenge, because Gezani is even better compared to others in the classroom. So, 
I can’t say it’s a challenge, because we are busy with them… In fact, the pace of those learners in that class is 
very slow and then we do according to the children’s pace rather than… uhum  
T: So, there is no challenge as such  
Marvin: Are you familiar with this... uhm when it's raining learners are… like experience changes with the 
mood and behaviour.    
Marvin: This is what I got from the Principal, she said she learned about it. Like every time it would rain or it’s 
cloudy or so forth. The behaviour of the learners tend to change because when it’s raining it affects the way the 
see. Because other rely on their hearing and the sound of the rain might interfere with that and others rely on the 
light to see properly and when there’s clouds. They feel like they are losing their sight and it affects their 
behaviour in a way.  
T: Yeah, it’s a matter of mobility. When the weather has changed they sometimes get lost, yeah  
  
93 
 
T: The issue of mobility because some of them rely on sounds yeah because their hearing is too powerful 
compared to myself and you. Yes  
Marvin: Do you experience this with Gezani? , does he get lost when it’s cloudy?  
T: Ehh no, Gezani. Gezani I have never seen that. You know why/ maybe it's because Gezani is not a person 
who will just go all around  
T: He goes to one place and he will do what he is supposed to do and move to another place just like that  
T: But for these children who love to move around, yes  
T: It’s easy to… Gezani one thing that I have realised neh, I don’t remember it was raining or what there was 
one day it was that time they were supposed to go out. But he just seated, he just seated and until I said “Gezani, 
its break time and the he said ok mam and then he went out  
T: But to him I have never experienced that  
Marvin: Does he have many friends, only a few or he just get along with everyone? Because… 
T: Not everyone, he had his soul buddies, but ahhh. Yu know sometimes it’s difficult for learners in that class. 
You know why? Because they are isolated from the main-stream. So those who are in the mainstream they don’t 
usually associate themselves with those ones. But sometimes you find that they mix like where they are staying. 
But during break Gezani will go with his classmates, yah. And one other thing is… they have limited time to 
play during break, during lunch and then done and they go back to classes. Yah, that 30 minutes and that 1 hour 
only and then they go back to class. So, if maybe they had enough time like afterschool they play until five, it 
was going to be easy. So, because it's this short period is not enough  
Marvin: What happens after school, because I am aware that there is a hostel here?  
T: Yah after school, we knock off at two and they go back to the hostel… their time with other children is 
limited for all of them  
Marvin: So, in hostels are they sharing rooms or?  
T: Yeah, they are sharing rooms  
Marvin: Two – two?  
T: No eight, ten  
Marvin: So, it's like bunkbeds?  
T: Yeah  
Marvin: I think that will be all mam, for now. Thanks 
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Copies of Gezani’s paintings  
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